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Abstract

WHEN CARE BECOMES FUTILE: PERSPECTIVES OF ACUTE CARE MEDICALSURGICAL NURSES
Angela M. Mulcahy
Dissertation Chair: Gloria Duke, PhD
The University of Texas at Tyler
July 2018
Caring for patients at end-of-life is a difficult patient assignment for a nurse.
Possessing the knowledge, skills, and means to communicate with and advocate for
patients is key to providing quality care. A concept analysis of death literacy identified
one specific challenge for nurses, futile care. Futile care has been linked to increased
patient suffering, increased health care costs, use of scarce resources, and moral distress.
Futile care exists in the medical-surgical acute care setting, but the concept has not been
explored within this population. More knowledge from bedside nurses was needed to
explore the concept and identify ways to improve care. The purpose of this research was
to explore the concept of death literacy related to nursing and to determine what
treatments medical-surgical nurses determined to be futile care treatments, how they
defined futile care, and suggestions for improving patient outcomes. Additionally, a
three round Delphi study was conducted to explore futile care within the medical-surgical
patient population and to gain consensus from medical-surgical nurses regarding futile
care, the role of the nurse, and suggestions to improve care of medical-surgical patients.

vii

Chapter 1
Overview of the Research
Patients with a life-limiting or life-threatening condition may be at the end-of-life
(EOL) stage of the health care continuum. However, lack of acknowledgement or
recognition that certain care and treatments are considered non-beneficial and not in line
with patient and/or family wishes can interfere with optimal patient outcomes (Chwang,
2009). Futile care has been studied in the intensive care setting, but little is known about
medical-surgical (MS) care areas. Medical-surgical nurses provide care that can be
considered futile, but differences in the patient population and the nature of care on
various MS units contribute to different contexts of futile care. This Delphi study
explored MS nurse experiences with and perceptions of futile care on their respective,
acute MS units and analyzed their recommendations to address futile care issues that can
promote positive outcomes for patients.
Futile care has traditionally been reported in the intensive care setting where
technology is available that may prolong life, but without consensus on what is
considered futile, the incidence of futile care is difficult to measure (Huynh et al., 2013).
No consensus in the literature could be located regarding futile care definitions and a
shared definition continues to be a subject of debate. The simplest definition defines
futile care as any treatment that does not offer a benefit to the patient (Wilmott et al.,
2016). Three domains have been used to define futility: quantitative, qualitative, and
physiological (Brody & Halevy, 1995; Chwang, 2009; Schneiderman, 2011;
Schneiderman, Jecker, & Jonsen, 1990; Swetz, Burkle, Berge, & Lanier, 2014; Younger,
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1988). Qualitative methods to define futility are based on patient wishes, preferences, or
self-perceived quality of life; whether or not a treatment will improve the quality of life
(Chwang, 2009; Younger, 1988). Nurses and physicians also differ in their definitions of
futile care. Aghabary and Nayeri (2016) found physicians felt medical interventions
were futile if they did not provide a benefit to the patient, but nurses differentiated
between cure and care. Nurses indicated that care provided to a patient was never futile.
Consequences from futile care can include increased hospital cost, (Halpern &
Pastores, 2010; Huynh et al., 2013; Milbrandt et al., 2008) patient suffering, (Aghabarary
& Nayeri, 2016b; Heland, 2006; Kompanje, Piers, & Benoit, 2013), and health-careprovider stress (Aghabarary & Nayeri, 2016; Heland, 2006; Kompanje et al., 2013;
Özden, Karagözoğlu, & Yıldırım, 2013; Swetz et al., 2014). Ethical considerations
include patient autonomy and advanced care planning. Patients may refuse or request
treatments that may be considered futile by the health care team (Moratti, 2009;
Schneiderman et al., 1990; Willmott et al., 2016).
Purpose of the Study
Guided by the Modeling and Role Modeling Nursing Theory (MRM), the purpose
of this study was to explore the concept of futile care in the medical-surgical population.
MRM focuses on a holistic approach to patient care that recognizes each patient as a
unique individual (Erickson, Tomlin, & Swain, 1983). Patient wishes and goals are of
the utmost importance when at EOL. Participants were medical-surgical nurses with
experience caring for patients when care could be considered futile. These nurses were
asked to provide insight into treatments that could be considered futile, contributing
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factors to futile care, the role of the nurse in what could be defined as futile care, and
suggestions for improving care to these patients.
Introduction of the Articles
The first manuscript, “Death Literacy: A Concept Analysis,” provides an analysis
of caring for dying patients and the knowledge and skills required to do so. Using
Walker and Avant’s (2011) method for concept analysis, death literacy was examined as
it related to nursing care of dying patients. Caring for dying patients requires specific
knowledge and skills that include an in-depth understanding of the dying process and an
ability to communicate with the patient and family about multiple and sometimes
complex aspects of the process. The concept of death literacy is an important component
of caring for dying patients and encompasses aspects of individualizing care,
communication, and exploring patient wishes.
The second manuscript, “Futile Care in the Medical-Surgical Setting: A Delphi
Approach,” explores MS nurses’ perspectives on futile care and issues surrounding the
care of patients. This manuscript is a report of a three round Delphi study conducted with
a sample of MS nurses with experience caring for patients at EOL and when treatments
could be considered futile. The study asked MS nurses to describe treatments that could
be considered futile in this patient population, why futile treatments were continued, and
suggestions for improvement. The panel of MS nurses identified numerous items
considered to be futile in relation to care of MS patients. They also identified the role of
the MS nurse and suggestions to improve care to dying patients. This study provided a
unique perspective into the care of dying patients on MS units and identified ways to
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further explore care options to improve patient and provider outcomes. An analysis of the
responses from the MS nurses provides the first insight into futile care in the acute care
MS setting. These insights provide a foundation for changes in practice, policy, and
continued education for nurses caring for dying patients.

4

Chapter 2
Defining Literacy at End-of-Life: A Concept Analysis of Death Literacy
Abstract
Nurses care for patients from birth to death, and care provided along the age
spectrum varies. Nursing awareness and knowledge about the dying process and death is
critically important. Literacy has been long defined as knowledge in a particular area and
has been used in many different disciplines as a term to describe possessing knowledge in
that area. Death literacy has not been a common term in the literature; it has only
recently been defined related to end-of-life care from a public health standpoint, focusing
on patient, family, and resource utilization. Guided by Walker and Avant’s (2011)
method of concept analysis, the purpose of this manuscript is to report on death literacy
as it relates to nursing care. Death literacy for nurses includes encompassing knowledge
of physiological processes, the process of death, and communicating information. Death
literacy is a necessary skill for medical-surgical nurses in the acute care setting.
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Caring for dying patients at end-of-life (EOL) is an experience that transcends
clinical specialties. A majority of nurses will be faced with caring for a dying patient at
some point in their careers. In the acute care setting, caring for dying patients is more
frequently associated with emergent or critical care areas such as the emergency
department (ED) or intensive care unit (ICU). However, many patients die in other
hospital settings. Common causes of death are related to chronic conditions, and many of
these patients will find themselves in the hospital at the end of their lives (Hall, Levant, &
DeFrances, 2013) as care has shifted from homes to health care environments (Kochanek,
Murphy, Xu, & Tejada-Vera, 2016; Hebert, Moore, & Rooney, 2011). Nurses will be
called upon to provide care and navigate appropriate referrals while keeping the patient’s
wishes in mind.
Background
Of all medical professionals, nurses spend the most time in direct contact with
patients in the hospital setting and develop close relationships with patients (Neville et
al., 2015). Through these relationships, nurses may be the first to assess if the care
provided is appropriate or aligned with the patient’s wishes. Caring for these patients is
also influenced by the personal and professional experiences of the nurse with death and
dying and can be a difficult patient assignment (Adesina, DeBellis, & Zannettino, 2014;
Gagnon & Duggleby, 2014; McCourt, Power, & Glackin, 2013).
Medical-surgical nurses are the largest group of nursing professionals whose
focus is on the management of acutely ill adult patients (AMSN, 2017; Hoffman &
Sullivan, 2017). These nurses are knowledgeable about adult health from all aspects,
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possess keen assessment and prioritization and organizational skills, and provide
education to patients and families (AMSN, 2017). While patients are admitted to the
hospital for many reasons, almost all patients eventually reside on a medical-surgical
(MS) unit and are cared for by these nurses (Academy of Medical Surgical Nurses
[AMSN], 2017; Hart et al., 2014; Lyneham, 2013). When a patient’s condition rapidly
deteriorates, MS nurses are the first to identify the patient’s decline and intervene on
behalf of the patient (Hart et al., 2014).
The concept of death literacy has recently been defined in the literature as
knowledge and skills used to understand and act upon options related to EOL and death
care (Noonan, Horsfall, Leonard, & Rosenberg, 2016). While this definition helps to
explain the concept related to patients and families, it does not encompass all that is
involved in providing quality EOL care.
Concept Analysis
Concept analysis is a means to explore and examine basic elements of a concept
and to provide a better understanding of a concept (Walker & Avant, 2011). Death
literacy is a relatively new term and clarifying the concept can help to guide future
research and the development of instrumentation to measure the concept. The purpose of
this concept analysis is to define the concept of death literacy as it relates to nursing.
This concept analysis follows the Walker & Avant (2011) method of concept analysis.
The method by Walker & Avant consists of eight steps. These steps include (a) selection
of a concept, (b) determining the aims or purpose of analysis, (c) identifying all uses of
the concept, (d) determining the defining attributes, (e) identifying a model case, (f)
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identifying a borderline, related, contrary, invented, and illegitimate cases, (g) identifying
antecedents and consequences, and (h) defining empirical referents. Walker & Avant
(2011) stress the exploration of all uses of the term, not limiting the search to just nursing
or medical literature. All uses of the concept should be explored.
Significance to Nursing
Literacy is a person’s ability to read or write and the possession of knowledge on
a topic (“Literacy,” 2018). What it means to be literate holds a wide variety of meanings
when applied to different aspects of knowledge. While literacy refers to knowledge,
health literacy is defined by how well an individual can obtain, process, and understand
basic health information to make appropriate decisions related to health (U.S. Department
of Health and Human Services [DHHS], 2018). Additionally, low health literacy has
been associated with increased hospital admissions, unnecessary healthcare costs, and
exacerbations in illness (Kennard, 2016; Heijmans, Waverijn, Rademakers, & van der
Vaart, 2015; McKenna, Sixsmith, & Barry, 2017; McNaughton et al., 2015; Wu et al.,
2013)
Once patients are under nursing care, the concept of literacy takes on a new
meaning. Educated patients can have minimal or distorted ideas about their medical
conditions. Medical terms can be difficult to understand and are not always clear to
persons unfamiliar with healthcare. In order to provide appropriate care, nurses must be
able to communicate with patients in ways that will be understood; a person’s literacy, or
ability to read or write, does not indicate whether or not the person is literate related to
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health (Batterham, Hawkins, Collins, Buchbinder, & Osborne, 2016; McNaughton et al.,
2015; Heijmans et al., 2015; Wu et al., 2013). Health literacy is a more complex concept.
Being literate about the mysteries and fear surrounding death is an even greater
challenge for nurses who are trying to comfort and care for patients and their families in
the midst of the dying process. Health literacy becomes important when caring and
advocating for patients. The ability of the patient and family to know, understand, and
communicate diseases processes and prognoses are important aspects of health literacy
that must be considered by nurses.
When medical care transitions from curative to palliative, and the patient is at the
end of their life, the concept of death literacy is important for the patient, family, and
nurse. As lower health literacy has been associated with increased mortality
(McNaughton et al., 2015; Wu et al., 2013) death literacy is necessary to improve care for
patients (Noonan et al., 2016). Death literacy for the nurse is the ability to comprehend,
understand, and communicate the dying process and to act upon options (Noonan et al.,
2016). This literacy is a vital skill for the nurse to possess to provide quality care to the
dying patient.
Data Sources
A literature search was conducted through PubMed, Cumulative Index to Nursing
and Allied Health Literature Complete (CINAHL Complete), and EBSCO to locate
literature from different disciplines using the terms “literacy,” “health literacy,” and
“death literacy.” Specific literature was sought related to the terms “concept analysis,”
“definition,” and “nursing.”
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Background and Concept Identification
Literacy is loosely defined as the ability to communicate through visual means
(Besnier, 2000). Throughout the literature, literacy takes on a different interpretation
depending on the context in which it is being used. One common definition the different
disciplines share is the use of literacy to mean an understanding of a topic and the general
knowledge that comes with that “knowing” (Kutner, Greenberg, & Baer, 2006). Literacy
has been used throughout the literature to define a sense of knowing related to many
topics.
Operational literacy is defined as an independent process, inclusive of the
knowledge that children entering school are taught (Howard, 2012). This knowledge is
then built upon as children are educated. Cultural or social literacy is the knowledge
necessary to function in society (Howard, 2012). Literacy in science is further defined as
the ability to reason with science texts or have a knowledge base of scientific core
concepts and their relationships in science (Fang, 2013). Genetics literacy is the ability
for one to possess knowledge of inherited traits as it relates to how it affects a person’s
life (Bowling et al., 2008).
Health literacy is more commonly associated with nursing and is acknowledged
as a patient’s ability to understand and interpret medical information to make informed
decisions about their health (Department of Health & Human Services, 2010). Critical
health literacy is even further defined as possessing advanced skills, knowledge about
health, information skills, informed decision making, and recognizing how that
knowledge can lead to empowerment and emancipation (Sykes, Willis, Rowlands, &
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Popple, 2013). Most disciplines have searched for a way to understand and define the
acquisition and transference of knowledge through some type of literacy model.
Literacy related to the death and dying process is not just important to health care
providers, it is important to families as well. Patients and their families must make
decisions about medications, diagnostic procedures, and what conditions to treat and how
they are to be treated (Noonan et al., 2016). New nurses often feel unprepared or not
ready to deal with issues related to death (Gillan, van der Riet, & Jeong 2014). Literacy
related to death and the dying process is necessary for nurses to be able to adequately
care for dying patients. This literacy is also important for patients and their families as
they are faced with decisions and the finality of life.
Defining Attributes
A defining attribute is a condition that must be present in order for a concept to be
recognized (Walker & Avant, 2011). The defining attributes of literacy have been derived
from the literature from many different disciplines (Besnier, 2000; Bowling et al., 2008;
Fang, 2013; Howard, 2012). These disciplines included anthropology, biology, genetics,
education, and health care. In coalescing these attributes to the death process, the defining
attributes take on a more focused form. For the purpose of this analysis, death literacy is
defined as the knowledge and skills to care for dying patients and the ability to
communicate effectively with the patient, family, and health care team to meet the needs
of the patient. In order for the concept of death literacy to be identified, the following
attributes must be present: knowledge, skills, and communication (Noonan et al., 2016).
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Knowledge. Literacy implies knowledge of and in a particular discipline.
Knowledge is necessary about the death and dying process as well as physiologic
changes to a patient. It is the ability to take that knowledge, apply that knowledge
towards decision making, and communicate that knowledge to others. Knowledge of
things pertinent to the death and dying process, such as the ability to understand the
physical, emotional, and interpersonal aspects of the person actively dying.
Skills. Traditional nursing skills are required to care for a dying patient such as
assessment, nursing procedures, and medication administration. However, additional
skills such as providing personal care to a dying patient are also required (Noonan et al.,
2016).
Communication. Communication is defined as a process through which
information is exchanged (“Communication”, 2018). Communication regarding EOL
care and prognosis can be difficult (Walczak, Butow, Bu, & Clayton, 2016). Most
patients wish to know about prognosis and discuss the care that will be provided at EOL
(Hagerty et al., 2004; Hagerty, Butow, Ellis, Dimitry, & Tattersall, 2005); the focus of
patient priorities at EOL is often communication (Steinhauser et al., 2000).
Model Case
A model case is one that includes all the defining attributes of the concept
(Walker & Avant, 2011). The following case is a real-life example of the concept of
death literacy.
Joanne was a patient experiencing her third bout with leukemia. She and her
family, along with many of her healthcare providers, all took part in a conference to
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discuss options for her care and decided on in-hospital hospice. Joanne’s prognosis was
discussed openly and frankly with the family who seemed eager for information. They all
expressed understanding of the process which would ultimately result in Joanne’s death,
and they wanted to know how they could participate and make Joanne’s life and death as
peaceful and comfortable as possible. Joanne and her family were able to discuss their
concerns, ask questions of hospice workers, and pose questions about the time she had
left. In every moment of care provided, the nurse discussed with the patient and family
what was being done and spent time with them answering questions and discussing the
final transition. After two days, Joanne died peacefully in her sleep surrounded by family
members and nursing staff. The family expressed appreciation for being allowed to
personally participate in Joanne’s death process, stating that it brought them a feeling of
peace to know they were with her at the end of her life and had been prepared for the
process.
This case clearly defines a case of death literacy presence where the patient and
family were able to know and communicate information to each other and to other
healthcare providers. The nurse provided individualized care to the patient; the nurse,
patient, and family communicated with each other to provide the best death experience
possible. The patient and family were aware of the prognosis, had been given the
opportunity to ask questions and communicate concerns, and were empowered with
knowledge. This clearly defines a case of death literacy on the part of the patient, family
and nursing staff.
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Borderline Case
A borderline case is an example of a concept but contains most, but not all, of the
attributes of the concept being studied (Walker & Avant, 2011). The following case is an
example of a borderline case of death literacy.
Nurse Anne is caring for patient Mrs. Smith. Mrs. Smith was admitted from
home following a fall. Upon admission, it is discovered that Mrs. Smith has late stage
pancreatic cancer. Nurse Anne cares for Mrs. Smith noting that her time is limited. They
discuss her wishes and desired care based on her personal preferences. Mrs. Smith
understands that she is dying and speaks openly with Nurse Anne. When Mrs. Smith’s
family comes to visit, Nurse Anne does not feel comfortable interacting or speaking with
Mrs. Smith or the family. She does not help the Mrs. Smith explain her condition to her
family or share her wishes. The family leaves after their visit unaware of the prognosis.
Both Mrs. Smith and Nurse Anne understand the physiologic processes
(knowledge, skills) that are occurring, and they understand the prognosis. However,
neither the nurse nor Mrs. Smith feels comfortable sharing this information with family
and communicating the prognosis or patient wishes.
Contrary Case
A contrary case is a clear example of what the concept is not (Walker & Avant,
2011). The following case is an example of an absence of death literacy.
Michael was admitted to the medical-surgical unit from the emergency room after
a fall at home. His adult daughter found him lying on the floor confused and disoriented.
He arrived by ambulance and was admitted after initial testing where he was found to
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have stage IV liver cancer. Although he knew he had cancer, he had no idea it was this
advanced. His daughter is surprised to learn about the grave condition. Upon assessment,
the nurse finds that Michael has declined to a nonverbal state with decreasing blood
pressure and pulse rate and is unsure what to do next. He places the patient on oxygen,
and the physician tells Michael’s daughter he is dying.
This contrary case clearly defines a lack of death literacy. The nurse performed an
assessment but did not notice sings of decline in the patient (knowledge, skills), did not
know how to proceed, and did not communicate with the daughter. The patient had never
communicated his condition with family, so it was unclear if he ever understood his
prognosis. There was a lack of knowledge, skill, and communication about the death
experience.
Antecedents & Consequences
Antecedents are events or incidents that must occur before the concept in order
for it happen (Walker & Avant, 2011). An antecedent to the concept of death literacy is
the threat of death, whether it is known, suspected, or anticipated in the future. An
awareness of death may come from a new diagnosis in the early stages of a potentially
fatal disease or from association with someone who is experiencing an end-of life
situation, which brings the idea of death into reality. An antecedent to death literacy
related to health is an interest and willingness to know about or discuss the dying process.
The consequences of death literacy include making informed decisions about
care, approaching death fully informed, and feeling satisfied with how one was able to
communicate to healthcare providers and family during the EOL process. Being literate
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provides one with the ability to understand larger concepts and put them together to form
knowledge. Literacy provides a bigger picture of understanding of the
interconnectedness of concepts related to a complex situation such as death.
Empirical Referents
When attempting to measure literacy of any kind, it is necessary to understand the
focal concept under consideration. Observation and interview are utilized to determine
literacy at its basic level of comprehension. Discussion, interviews, or questionnaires
would be most beneficial to measure the understanding of a specific topic. Many tools
exist for examining health literacy such as the Test of Functional Health Literacy in
Adults (Parker, Baker, Williamson, & Nurss, 1995), the Short Assessment of Health
Literacy – Spanish and English (Lee, Stucky, Rozier, & Bender, 2010), and the Rapid
Estimate of Adult Literacy in Medicine – short form (Arozullah et al., 2007). Other
instruments can diagnosis specific literacy such as cancer literacy (Diviani & Schulz,
2011). These tools have been created to examine many aspects of health literacy from
chronic obstructive pulmonary disease to cancer.
Death literacy can be measured from the patient or family point of view, but it
would preferably be from both. Patients have the right to understand the EOL process,
although many people are unwilling, afraid, or reluctant to open the subject. Many tools
exist for measuring different aspects of the dying process. A number of tools focus on
communication or anxiety and fear. The Quality of Dying and Death Questionnaire
(QODD) is one of the more established tools for measuring the quality of the dying
process (Hales, Zimmerman & Rodin, 2010). The areas of the dying process that are

16

assessed by the QODD are symptoms and personal control, preparation for death,
moment of death, family, treatment preferences, and whole person concerns (Downey,
Curtis, Lafferty, Herting, & Engelberg, 2010). These types of instruments provide
opportunity for the patient to be informed about the death process as well as allowing
personal needs and preferences to be articulated.
Implications for Nursing Practice & Research
Through concept analysis, a precise definition of a concept can be provided
(Walker & Avant, 2011). When examining death literacy from the nursing perspective,
multiple dimensions of death literacy may have been missed during formal nursing
education and/or nursing practice. Though nursing education curricula typically includes
aspects of death and dying, it is often limited, and the opportunity to experience caring
for a dying patient is not available to every student.
Many acute care nurses lack confidence regarding their ability to provide EOL
care (Dunn, Otten, & Stephens, 2005). This fear, in turn, interferes with provision of
well-informed EOL care options, and empowering nurses with knowledge could preserve
a higher quality of life at EOL for patients and their loved ones (Beckstrand, Collette,
Callister, & Luthy, 2012; Reinke et al., 2011; Reinke et al., 2010). Nursing education
regarding death literacy is critical to providing the best quality of care to dying patients.
Further education in the area of death literacy could include specific focus on
death and dying processes; physiologic aspects as well as what to anticipate to focus
assessment and communication. Prelicensure nursing education and practicing nurse
continuing education could utilize simulation to focus on care of dying patients. A
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simulation could be used to provide a realistic situation where communication is they key
objective; communicating crucial and critical information to the patient and family in
order to assist in a decision-making process on care desired. Students and nurses would
be able to practice assessment and care of a dying patient while working through crucial
conversations focusing on communication skills. This simulation could include an
interprofessional piece and include other specialties such as medical students.
Conclusion
Death literacy is a unique way to approach the idea of preparing patients and
families for the death experience; it is knowledge, skill, and communication with the
patient, family, and health care team. It offers language to inquire about learning
readiness and knowledge gaps. Thinking in terms of engaging a person to help overcome
literacy deficits allows the nurse to formulate a plan that meets the specific needs of each
individual patient and family facing the dying process. The concept of death literacy can
be used as a teachable moment to improve the confidence and competence of medicalsurgical nurses caring for patients at EOL. This concept analysis has helped to explain the
complex nature of death literacy and how it can be used to help patients and nurses with
the dying process. The gift of a peaceful death is a team effort; improving death literacy
of the patient, family, and nurse can make this difficult time less traumatic and create a
more positive experience for everyone involved.
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Chapter 3
Futile Care in the Medical-Surgical Setting: A Delphi Approach
Abstract
Futile care has been linked to increased patient suffering, increased health care
costs, use of scarce resources, and moral distress. Futile care exists in the medicalsurgical acute care population, but the concept has not been explored within this
population. More knowledge from bedside nurses is needed to explore the concept and
identify ways to improve care. Using the Modeling and Role Modeling (MRM) Theory as
the framework for this study, futile care in the medical-surgical population was explored.
The MRM provides a framework for nursing care that focuses on the patient’s unique and
holistic needs. This research used a three-round Delphi survey to investigate futile care
perceptions of medical-surgical nurses. A convenience sample was recruited from the
Academy of Medical-Surgical Nurses to serve as the expert panel. The first round of the
Delphi survey consisted of a qualitative survey followed by second and third round
quantitative surveys to seek consensus from medical-surgical nurses. Ninety-four items
related to futile care were identified which were organized into six categories. Consensus
was found on 75 (80%) of the items by the panel. Findings informed implications for
future research and practice.
Keywords: futile care, medical-surgical, end-of-life, Delphi technique, patient outcomes

25

Problem and Significance
Due to the complex legal, ethical, environmental, and contextual issues inherent
to futile care, medical-surgical (MS) nurses may not be prepared to advocate for patients
and initiate appropriate referrals for care that may be more in line with patient wishes.
Furthermore, health care professionals’ roles are blurred regarding determining the point
at which care becomes futile and conversations should be initiated regarding end-of-life
(EOL) care (Heland, 2006; Schneiderman, Jecker, & Jonsen, 1990; Swetz, Burkle, Berge,
& Lanier, 2014). This can delay important EOL care decision-making and actions to
promote quality of life for patients and their loved ones. Ultimately, the physician carries
the main responsibility for determining medical treatments, but according to the
Academy of Medical-Surgical Nurses (AMSN), the nurse’s role as patient advocate
dictates responsibility toward facilitating best outcomes for the patient (AMSN, 2012;
ANA, 2015).
Patient acuity in MS acute care settings can range from uncomplicated recovery
from surgery or other medical issues to caring for those with complex and multiple comorbidities that include life-limiting illnesses (AMSN, 2012). The latter group may
require treatment decisions to determine the benefit or futility of future care and how that
care coincides with the patient’s wishes as EOL nears.
Nurses spend more time in direct contact with patients in the hospital setting and
may have a closer relationship with both the patient and the patient’s family (Neville et
al., 2015) than other members of the health care team. Therefore, the nurse may be the
first to assess that the care or treatments being provided are not in alignment with the
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patient’s priorities and that the plan of care may be futile. Recognition by MS nurses of
the occurrence of possible futile care can direct their plan of care toward having
conversations with the health care team, patient, and the patient’s family in order to
adequately prepare them for EOL planning. Futility for a medical-surgical patient can
range from continued antibiotic use, daily lab work, or aggressive medical regimes to
chemotherapy or dialysis. Delays with initiating EOL care contributes to increased
psychological distress, care that is inconsistent with patient and family wishes,
burdensome treatment that includes increased cost utilization, increased difficulties with
bereavement (National Cancer Institute, 2016), and moral distress with subsequent
burnout in nurses (Ferrell, 2006; Rice, Rady, Hamrick, Verheijde, & Pendergast, 2008).
With advances in medical technology that may delay disease progression (Heland,
2006; Rostami & Jafari, 2016), caring for dying patients has shifted from homes to the
health care environments (Hebert, Moore, & Rooney, 2011; Kochanek, Murphy, Xu, &
Tejada-Vera, 2016). Since 2000, approximately one-third of total deaths in the United
States (US) occurred in hospitals with an increase in inpatient hospital deaths among
patients aged 45-64 years and those 85 years and older (Hall, Levant, & DeFrances,
2013). Skilled nursing care is critical for patients nearing EOL as patients experience
significant vulnerability and can experience powerlessness and suffering on a holistic
level. Due to the influence of personal and professional experiences with death and dying
(Adesina, DeBellis, & Zannettino, 2014; Gagnon & Duggleby, 2014; McCourt, Power, &
Glackin, 2013), provision of EOL care is one of the most important, yet difficult,
assignments for nurses (Feldman & Lasher, 2008). Addressing ways in which futile care
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can be successfully managed can promote EOL care that is timelier and can improve
outcomes for patients, families, and nurses.
Sensitizing Conceptual Framework
The Modeling and Role Modeling Nursing Theory (MRM) focuses on a holistic
approach to patient care in which the uniqueness of each person is recognized (Erickson,
Tomlin, & Swain, 1983). “Modeling” refers to obtaining a thorough understanding of the
patient’s world from a holistic perspective. “Role modeling” is the role the nurse takes to
nurture and facilitate meeting individualized needs within an environment of
unconditional acceptance. Central to MRM are the concepts of self-care knowledge
(SCK), self-care resources, (SCR) and self-care actions (SCA). A person’s understanding
of what is needed to grow, develop, or heal reflects SCK; internal and external resources
(SCR) are needed to achieve optimal well-being; and SCA are when resources are
mobilized to meet individualized needs. According to Hertz and Baas (2006), persons
who are incapacitated have SCK at some level with the ability to access SCR to use for
SCA, and that person’s SCA are individually unique because of a dependence on the
person’s SCK and their “model of the world” (p. 114).
Role-modeling is designed to promote holistic care based on the client’s model of
their world with the aims to: (1) build trust, (2) promote positive orientation, (3) promote
control, (4) affirm and promote strengths, and (5) set goals. These aims are directed
toward achieving an overall goal of quality, holistic health (Erickson et al., 1983), but
futile care can be a barrier toward achieving these goals. Promoting control involves
nurse advocacy in which the nurse may need to act on behalf of the person if the person
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lacks resources to do so (Clayton, Erickson, & Rogers, 2006) to promote optimal wellbeing.
A fundamental problem with futile care is a potential lack of patient autonomy or
control regarding care when care may be against known or unknown patient wishes. In
addition, when a patient is nearing the EOL, patient needs are unique, and individualized
needs must be addressed to promote a peaceful death with dignity. When futile care is not
recognized or addressed in a constructive manner, EOL care is delayed and negative
consequences ensue for both patient (Heland, 2006) and health care providers (Ferrell,
2006; Neville et al., 2015; Rostami & Jafari, 2016).
Review of Literature
Components of futile care included in this review reflect national and
international perspectives including (a) the evolution of futile care, (b) definitions, (c)
incidence and prevalence, (d) ethical and policy issues, and (e) consequences of futile
care. End-of-life care is discussed due to its interrelatedness to futile care. Content related
to health care provider roles and controversial issues that encircle futile care are
integrated within these areas. For the purposes of this review, the terms “futility” and
“futile care” will be used interchangeably.
The Evolution of Futile Care
Medical futility dates to Hippocrates when he alluded to the powerlessness of
medicine in situations of futility (Aghabarary & Nayeri, 2016a). Hippocrates wrote about
refusing to treat patients overcome by their disease process (Lascaratos, PoulakouRebelakou, & Marketos, 1999). Debates regarding medical futility increased in the 1980s
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and centered on the meaning and usefulness of the term as it related to patient care and
medical ethics (Heland, 2006; Löfmark & Nilstun, 2001; Taylor, 1995). Early discussions
of medical futility surrounded cardiopulmonary resuscitation (CPR) efficacy (Bedell,
Delbanco, Cook, & Epstein, 1983; Braddock & Clark, 2014), but the term “medical
futility” eventually encompassed treatments beyond CPR (Fine & Mayo, 2003). With the
advent of CPR, death could potentially be reversed, redefining what was considered futile
(Fine & Mayo, 2003; Jecker, 2017). Lack of consensus continues regarding the definition
of futility; what is considered futile can vary drastically for each patient care situation.
The traditional role of the physician within the paternalistic care model versus
patient autonomy model has historically raised questions about medical futility (Drolet &
White, 2012; Jecker & Schneiderman, 1992; Truong, 2010). In addition to the limitations
to patient autonomy issues, three other factors were identified by Jecker and
Schneiderman (1992) as contributing to the medical futility debate: (1) health care costs,
(2) development of high technology medicine, and (3) aging of society. Medical
technology has contributed significantly to rising health care costs (Alliance for Health
Policy, 2017) that are often attributed to medical futility. Cardiopulmonary resuscitation
and mechanical ventilation are the most common treatments that are withheld or ceased
when futility has been determined (Ardagh, 2000; Luce, 1997; Pendergast & Luce, 1997).
The decision to withhold CPR can be problematic since CPR can potentially result in
regaining a heartbeat, but the patient may remain comatose on mechanical ventilation for
the remainder of their life. The aging population will lead to more patients with chronic
conditions requiring care with potentially fewer health care services available,
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specifically in the areas of prevention, long-term care, and palliative care (Rowe, Fulmer,
& Fried, 2016). In addition to the impact of rising health care costs, current patient and
family expectations may be unrealistic related to what is possible with health care
technologies (Swetz et al., 2014). Patients and families may demand treatments
regardless of uncertain efficacy, and physicians often concede out of a sense of obligation
(Swetz et al., 2014). Physicians hold their own attitudes on death and dying and can form
emotional attachments to patients over time which may contribute to physicians offering
treatments considered futile (Willmott et al., 2016). Physicians’ own experiences with
death and dying can contribute to decisions on whether or not to provide futile treatments
as well as the perceived role of the physician as the one to direct the treatment of disease
(Willmott et al., 2016). Physicians may not want to let patients down or want to give up
on a patient, even if continued treatment will not change the outcome (Willmott et al.,
2016).
Definitions
Non-medical dictionaries define futile as “serving no purpose or completely
ineffective” (Futile, 2017). Definitions of futile care vary greatly and can include care
considered to be useless (Chwang, 2009), failure to achieve patient wishes (Chwang,
2009; Swetz et al., 2014; Younger, 1988), failure to produce a therapeutic benefit or
physiological response (Brody & Halevy, 1995; Swetz et al., 2014; Younger, 1988), or
failure to prolong life (Brody & Halevy, 1995; Schneiderman et al., 1990; Swetz et al.,
2014; Younger, 1988). Any treatment that does not benefit a patient is considered
undesirable or futile (Willmott et al., 2016). Consensus for defining futility has not been
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found and continues to be a subject of debate. Futility has been defined using three
domains: quantitative, qualitative, and physiological (Brody & Halevy, 1995; Chwang,
2009; Schneiderman, 2011; Schneiderman et al., 1990; Swetz et al., 2014; Younger,
1988).
Quantitative futility. The quantitative method to determine futility is the most
common method and is defined as whether or not a medical treatment will benefit the
patient (Schneiderman et al., 1990; Younger, 1988). Schneiderman et al. (1990)
developed quantitative methods to determine futility that are based on previous patient
outcomes (Schneiderman et al., 1990; Younger, 1988). They proposed that when
physicians conclude either through experience, discussion with colleagues, or literature
that a specific treatment has not provided a successful benefit to a patient in the last 100
cases, the treatment should be considered futile (Schneiderman et al., 1990).
Schneiderman et al. (1990) suggested that clinicians can assume that if no successes have
been seen in the last 100 patient cases, there is 95% confidence that no more than 3
successes are possible in the next 100 cases.
This method of quantitatively defining futility is common in the current literature
and forms the basis of a medical futility model, the Medical Factual Matrix (MFM)
(Mohindra, 2006). The MFM was created to serve as a tool in determining futility based
on the defined medical intervention and the treatment goals. The MFM takes into account
a patient’s initial state of health and considers three possible treatment outcomes. These
outcomes are (1) patient medical situation that would potentially occur with no treatment,
(2) patient medical situation is improved, and (2) patient medical situation where the
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situation is worse. The treatment goal is defined prior to treatment decisions being made
and outcomes are measured based on achieving that goal. Methods of quantitatively
defining futility are based on previous experience, open discussion, and the literature
regarding futile care, EOL care, and treatments (Schneiderman et al., 1990). The
quantitative method for defining futility fails to address the wishes and goals of the
patient and family. A qualitative method for defining futility can take these factors into
account.
Qualitative futility. Qualitative methods to determine futility are based more on
the wishes of the patient, a specific goal, or quality of life (Chwang, 2009; Younger,
1988). Schneiderman (2011) defines qualitative futility as the “unacceptable likelihood of
achieving an effect that the patient has the capacity to see as a benefit” (p. 123).
Examining the patient’s overall condition and making treatment decisions based on
potential outcomes is another method for determining futility (Mohindra, 2006).
Qualitative futility is met if the treatment will not allow the patient to live out their life
according to their values, preferences, and goals (Younger, 1988); qualitative futility is
highly concerned with quality of life (Chwang, 2009; Younger 1988). The qualitative
domain of futility cannot be measured by medical successes alone but is instead, unique
to each individual patient.
White et al. (2016) found physicians show a preference for a qualitative approach
to determine futility. A qualitative approach allowed for variability in patient condition
and clinical decision making. Physicians qualitatively defined futility from a quality of
life perspective. If treatment does not improve quality of life, prolong life at an
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acceptable quality, or provide benefits that outweigh the burdens of treatment, it is
considered to be futile care. The majority of physicians in the study referred to the
potential of achieving a benefit to the patient as part of assessing and defining futility
(White et al., 2016).
Physiological futility. Physiological futility is based on how treatment will affect
a particular physiological response from the patient (Brody & Halevy, 1995; Swetz et al.,
2014; Younger, 1988). Physiological futility is determined by whether or not a treatment
meets the intended medical purpose for the patient (Swetz et al., 2014; Younger, 1988).
Examples include whether or not hemodialysis will adequately replace renal function in a
patient or if CPR will replace a heartbeat (Swetz et al., 2014; Younger, 1988).
Physician and nurse definitions. Although definitions of futile care have been
found to be similar between physicians and nurses in some cases (Palda, Bowman,
McLean, & Chapman, 2005; Sibbald, Downar, & Hawryluck, 2007; Willmott et al.,
2016), differences have been discovered. Aghabary & Nayeri (2016b) conducted an
Iranian study that found physicians felt medical interventions were considered to be futile
if they did not provide a benefit to the patient. Nurses, though, differentiated cure and
care and emphasized that all care for patients was essential. While medical treatments and
interventions may be considered futile, to nurses, care provided to a patient was never an
act of futility. Intensive care nurses in another Iranian study (Yekefellah, Ashktorab,
Manoochehri, & Hamid, 2015) defined futile care as being wasteful and ineffective care
that results in “torment” of both nurses and patients. In futile care, valuable resources are
used to no avail that are costly to society, and these resources may not be available to
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those who can benefit from them. They further explained that patients suffer from
complications of ineffective care and that futile care is worsened when physicians do not
listen to the wishes and desires of the patient and families. An American study of critical
care physicians and nurses found that they disagreed on which patients were receiving
futile treatments, but when they agreed about futile treatments being provided, it was
deemed predictive of patient prognosis (Neville et al., 2015).
Incidence and Prevalence
Futile care is most often reported in the intensive or critical care settings where
technology can be used to prolong life (Huynh et al., 2013). However, without consensus
on what is considered futile, incidence of futile care is difficult to accurately measure.
Palda et al. (2005) reported that 95% of the nurses working in Canadian Intensive Care
Units (ICUs) believed futile care had been provided to patients in the last year. In the
same study, the percentage of physicians reporting futile care was 87%. The reported
reasons for providing futile care included (a) the physician not being able to accept the
patient death, (b) perception of treatment failure, (c) legal pressures, (d) involvement of
multiple physicians and specialties leading to fractured care, (e) uncertainty of prognosis,
and (f) communication issues. Specific issues with communication included family
expectations, lack of knowledge of patient wishes, and insufficient training on
communication skills. A European study found that 27% percent of ICU clinicians
believed care was provided inappropriately to at least one patient and deemed care
inappropriate because it was excessive (Piers et al., 2011). Outcomes for patients
receiving treatments perceived as futile can be poor. Huynh et al. (2013) found that two-
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thirds of patients receiving futile care in the ICU died during hospitalization, and 85%
died within six months of discharge. Additionally, patients who survived beyond
receiving futile care were often severely compromised such as suffering permanent
neurologic impairment or dependent on life-sustaining machines (Huynh, 2013).
Ethical and Policy Issues
Patient autonomy is an important consideration regarding medical futility.
Patients have the ability to refuse potentially lifesaving treatments, but they also have the
ability to request additional treatments considered futile by medical professionals
(Moratti, 2009; Schneiderman, Jecker, & Jonsen, 1990; Willmott et al., 2016). Autonomy
was recognized early as a patient’s right to refuse life sustaining treatments or unwanted
medical therapies (Pendergast & Luce, 1997). However, patients and families
occasionally insist on medical interventions that would not successfully meet patient
goals or reverse imminent death (Moratti, 2009; Schneiderman et al., 1990; Willmott et
al., 2016). Dunphy (2000) contends that physicians should be able to unilaterally
withhold treatments and are under no obligation to offer treatments that will provide no
benefit to patients. Communication with a patient’s health care team and other health care
providers (HCPs) can improve outcomes for all involved when the determination is being
made to declare further care futile (Jecker, 2017). Most patients and families appreciated
their physicians’ recommendations regarding limiting life sustaining treatments when
making decisions about continued care (Pendergast & Luce, 1997).
Advanced care planning (ACP) provides an avenue to exercise patient autonomy
through advanced and planned decision-making before decision-making capacity may
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become impaired (Brinkman-Stoppelenburg, Rietjens, & van der Heide, 2014).
Autonomy was an important consideration in the Patient Self-Determination Act (PDSA)
of 1991, which focused on ACP and was created to increase education on health care
decision-making, increase the formulation of advanced directives, and decrease costs and
use of unwanted or unnecessary care at end of life (Duke, Yarbrough, & Pang, 2009).
Additionally, the PSDA mandated that facilities provide information about health care
decision rights, advanced directives, and request a copy of a patient’s advanced directives
on admission, if available. The PDSA was intended to open dialogue about patient wishes
with providers and to educate staff and the community about advanced directives and
their use.
Despite the PSDA enactment and knowledge that ACPs can improve compliance
with patient EOL care wishes and reduce overall family stress and anxiety (Detering,
Hancock, Reade, & Silvesteri, 2010; Silveira, Kim, & Langa, 2010), significant issues
continue to exist with ACP formulation. While advanced directives can provide direction
to health care practitioners and families, few advanced directives are used. Rao,
Anderson, Lin, and Laux (2014) found that while approximately 70% of patients had
concerns about EOL, only about 25% actually had an advanced directive. The most cited
reason for not having completed an advanced directive was a lack of awareness. More
than thirty years after the passing of the PDSA, knowledge about advanced directives and
their use is still low.
The American Nurses Association (ANA) position statement on “do not
resuscitate” (DNR) and “allow natural death” (AND) addresses the role of the nurse in
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situations of futile care (ANA, 2012). ANA states that nurses have a duty to advocate for
patients and play a role in the communication of advanced directives, patient wishes, and
goals. Nurses must assess patients and assure appropriate use of interventions to
minimize unwanted treatments and patient suffering. In addition, nurses must advocate
strongly for patients who may be unable to advocate for themselves and recognize
patients’ autonomy, dignity, and rights in the care provided.
Consequences of Futile Care
Futile care has been shown to lead to increased hospital costs (Halpern &
Pastores, 2010; Huynh et al., 2013; Milbrandt et al., 2008), additional patient suffering
(Aghabarary & Nayeri, 2016b; Heland, 2006; Kompanje, Piers, & Benoit, 2013), and
increased HCP stress and distress (Aghabarary & Nayeri, 2016b; Heland, 2006;
Kompanje et al., 2013; Özden, Karagözoğlu, & Yıldırım, 2013; Swetz et al., 2014). In the
United States (US), critical care costs account for 20% of all health care costs (Halpern &
Pastores, 2010; Milbrandt et al., 2008). Aggressive EOL treatments impose a financial
burden on the healthcare system through the use of expensive technology (Swetz et al.,
2014). Huynh et al. (2013) conducted a study focused on defining medical futility by
surveying critical care specialists in five intensive care units. Over the course of three
months, it was discovered that futile care in the intensive care setting cost $4,000 per day
of treatment, and for the 123 patients perceived to be receiving futile care, the cost was
$2.6 million, or 3.5% of the total hospital costs for patients in the study.
The use of aggressive medical treatments and admission to intensive care to
prolong life can lead to additional suffering on the part of the patient (Aghabarary &
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Nayeri, 2016b; Heland, 2006; Kompanje et al., 2013). Consequences associated with an
ICU stay and prolonged care include patient and relative suffering, moral distress and
avoidance, and compassion fatigue in both physicians and nurses (Aghabarary & Nayeri,
2016b; Heland, 2006; Kompanje et al., 2013; Özden et al., 2013; Swetz et al., 2014).
Futile care can result in moral distress on the part of the nurse as patients are subjected to
continued treatments (Ferrell, 2006; Heland, 2006).
Moral distress is commonly cited as a consequence of futile care for nurses
(Ferrell, 2006; Jecker, 2017). Moral distress, compassion fatigue, and burnout can all
occur when a nurse continues to provide care to patients receiving no benefit from
medical interventions (Ferrell, 2006; Jecker, 2017; Rice et al., 2008). These treatments
may lead to suffering or prolong suffering for the patient and family members. Nurses
can become desensitized to caring for dying patients and may not appropriately display
compassion (Lombardo & Eyre, 2011; Sabo, 2006), or nurses may also be pained by the
continued suffering on the part of the patient (Ferrell, 2006; Yekefallah et al., 2015).
Futile care can delay timely referrals to hospice and the provision of quality EOL
care. This fact, along with lack of nursing knowledge regarding EOL care (McCourt et
al., 2013; Wilkinson, Perry, Blanchard, & Linsell, 2008), may result in inadequate
assessment and recognition that death may be imminent (Wilkinson et al., 2008). The
nurse’s inability to advocate on behalf of the patient to promote a peaceful death with
dignity can be a barrier to effective hospice care (Swetz et al., 2014).
End-of-life care is relevant when considering provision of care to patients that can
be considered futile. The EOL period typically encompasses the time frame of a 6- to 12-
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month life expectancy, and care ranges from palliative to symptom management as
patients progress to the stage of actively dying. Understanding when care has become
futile and the patient condition will not improve is imperative to providing appropriate
advocacy and options. Additionally, this change needs to be communicated within the
care team as well as to the patient and family. Barriers to providing EOL care cited in the
literature are similar to barriers identified in relation to futile care. Knowledge,
communication, and past experiences have all been identified by intensive or critical care
nurses in relation to futile care and as reasons that futile care may be provided (Borhani,
Mohammadi, & Roshanzadeh, 2015; Sibbald et al., 2007; Yekefallah et al., 2015).
Purpose
Medical-surgical nurses are an understudied population in relation to futile care
issues. Futility in intensive care settings has been reported by several researchers for over
20 years (Aghabarary & Nayeri, 2016a; Aghabarary & Nayeri, 2016b; Huynh et al.,
2013; Neville et al., 2015; Özden et al., 2013; Taylor, 1995), but little is known regarding
futility in acute care MS settings. The purpose of this study was to determine perceptions
and experiences of MS nurses regarding the futile care they have provided to patients in
an acute care setting. In addition, recommendations for improving outcomes related to
futile care were sought.
Methods
Design
A three-round Delphi technique using an online survey was used for this study.
The Delphi technique is a group communication process used for discussion of a
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particular issue, policy creation, or predicting future events (Hsu & Sandford, 2007), and
it is designed to achieve consensus in a systematic way through multiple rounds of
surveys (Hsu & Sandford, 2007; Linstone & Turoff, 1975). The Delphi technique was the
appropriate design choice for this study for several reasons: (1) individuals represented
diverse backgrounds with variations in experience and expertise; (2) the method allowed
for participants to have equal input but a dominant personality would not control the
conversation; (3) time, cost, and distance issues that would have made meetings
impossible were eliminated, 4) disagreements were anticipated within the group, and
anonymity was essential for honest and transparent responses (Waltz, Strickland, & Lenz,
2010). The Delphi questionnaire for the study was used to collect data from a panel of
individuals with knowledge and experience of the topic being investigated (Skulmonski,
Hartman, & Krahn, 2007). The panel included a diverse range of MS nurses who had
experiences with futile care in the acute care setting. This design also incorporated the
use of iterative rounds and consensus building through both qualitative and quantitative
analyses (Hsu & Sandford, 2007; Mead & Moseley, 2001).
Sample Recruitment
A convenience sample of medical-surgical nurses was obtained through
recruitment from the Academy of Medical Surgical Nurses (AMSN) membership. The
AMSN membership consists of over 12,000 medical-surgical nurses. Inclusion criteria
for the study included RNs who: (a) were working in an acute care setting in a role
involving direct patient care (full time, or minimum of 36 hours per week) within the past
two years, (b) had a minimum of five years acute care clinical experience in a position of
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primary patient care, and (c) had experience working with patients in situations when
continued treatment is considered futile. Acute care areas were defined as cardiac,
medical, surgical, orthopedic, neurology, oncology, and step-down or intermediate care
units. Nurses working in areas considered to be intensive care or critical care were
excluded from the sample. In addition to email recruitment announcements distributed
by AMSN, invitations to participate in the research study were posted to the AMSN
website and their clinical discussion board. The invitation contained an overview of the
study and a link to participate in the round one survey (Appendix A).
There is no concrete agreement for sample or panel size using Delphi technique.
Sample sizes noted in the literature are typically 50 participants or less; no statistical
power or significance levels are used in Delphi studies. While sample size
recommendations vary, the sample must be sufficient to represent the population and
provide responses from multiple rounds of study but not so large as to provide a burden
on the investigator (Hsu & Sandford, 2007).
Protection of Human Subjects
Ethical principles for human research were considered throughout the selection of
participants and consent process; Institutional Review Board approval from The
University of Texas at Tyler was obtained prior to participant recruitment (Appendix B).
Participants were informed of their rights and were given the option to ask questions prior
to and after consenting to participate in the study. Consent for the study was implied by
completion of the round one questionnaire. Participants were instructed to not use any
identifying information in their responses. All data was stored on a password-protected
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laptop. Participant contact information was kept confidential and separate from the data.
Only the researcher had access to the participant-identifying information.
Data Collection
Once the participant chose to participate in the study, the participant was directed
to a Qualtrics® questionnaire that included information on the study, open-ended
questions regarding futile care, and demographic items (Appendix C). Participants were
given the option to participate in round two by providing an email address after the
completion of the round one questionnaire. If participants did not wish to be contacted,
they were given the option to submit their responses for round one and exit the
questionnaire. Round two and three surveys were sent via Qualtrics® using emails
provided by willing participants. The goal of data collection & analysis was to explore
experiences and perspectives of futile care in the acute care MS population, and to
capture their recommendation for addressing problematic issues associated with futile
care. Figure 1 depicts the stages of the Delphi process used in this study.

Delphi  Round  One
•Sample  N=32
•Open-‐ended  questions  
about  futile  care
•Demographic  
information
•Analysis:  Thematic  
content  analysis

Delphi  Round  Two

Delphi  Round  Three

•Sample  N  =  17
•Grouping  of  items  from  
round  one  to  achieve  
consensus  of  
agreement/disagreement
•Ranking  of  importance
•Analysis:  Consensus  
agreement  and  ranking  of  
content  areas

•Sample  N  =11
•Grouping  of  remaining  
items  from  round  two  to  
achieve  consensus  of  
agreement/disagreement
•Ranking  of  importance
•Analysis:  Consensus  
agreement  and  ranking  of  
content  areas

Figure 1. Flow chart of Delphi rounds.
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Results
A total of 110 participants responded to the round one survey with 32 meeting
inclusion criteria and completing the survey. Twenty-eight participants provided email
contact information for subsequent round participation. The sample for this Delphi was
predominantly white females with an average age of 53 years. Participant nursing
experienced ranged from 5 to over 40 years with a mean of 20 years of experience. The
majority (63%) of participants self-reported working on medical units and were
baccalaureate-prepared nurses, certified as MS nurses. Demographic information on
study participants is provided in Table 1.
Table 1
Demographic Information of Study Participants
Round One
n = 32
Gender:
Male
Female
Age (range and mean)

0
32 (100%)
32-67 years
Mean of 53 years

Hispanic/Latino:
Yes
No
Race:
White
Black or African-American
American Indian or Alaskan Native
Asian
Native Hawaiian or Pacific Islander
From multiple
Years’ experience in medical-surgical setting (range)
Highest Nursing Degree Held:
Associate
Baccalaureate

1 (3%)
31 (97%)
25 (78%)
1 (3%)
0
1 (3%)
0
5 (16%)
5-40+ years
3 (9%)
15 (47%)
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Masters
Doctorate
Primary Nursing Units:
Medical
Intermediate Care Unit
Oncology
Neurology
Cardiac
Nursing Unit Size: number of beds
Primary Length of Nursing Shift (shift and time of day)
12 hour total
AM/PM
8 hour total
AM/PM
Other
Academy of Medical Surgical Nurses Member:
Yes
No
Member of Other Professional Organization:
Yes
No
Professionally Certified:
Yes
No
Certifications Held:
CMSRN/Med-Surg
OCN
AOCN
CCRN
CNL
Geographic Region:
Pacific
Rocky Mountain
Southwest
Northeast
Southeast
Midwest
Noncontiguous
Personal Experience with futile care:
Yes
No
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11 (34%)
3 (9%)
20 (63%)
2 (6%)
3 (9%)
1 (3%)
6 (19%)
15 – 60 bed units
22 (69%)
8 (82%)/4 (18%)
9 (25%)
9 (100%)/0
0
31 (97%)
1 (3%)
18 (56%)
14 (42%)
29 (91%)
3 (9%)
24 (75%)
1 (3%)
1 (3%)
2 (6%)
1 (3%)
6 (19%)
2 (6%)
4 (13%)
5 (16%)
3 (9%)
12 (36%)
0 (0%)
25 (78%)
7 (22%)

Round One
The goal of round one was to gain an in-depth and comprehensive understanding
of futile care from the perspective of the MS nurse. A total of 32 participants meeting
inclusion criteria provided complete survey responses for analysis. Using thematic
content analysis, the statements were organized and grouped into clusters of similar
meanings, resulting in 94 items that reflected six major content areas: (a) futile care
treatments, (b) contributing factors, (c) care improvement, (d) futile care defined in the
MS population, (e) the role of the MS nurse, and (f) suggestions for improvement.
Futile care treatments. When participants were asked to think of a situation
when care could be considered futile, the nurses described many different scenarios that
were largely related to advanced stage cancer patients who were receiving continued
medical treatments or therapies. Participants described the continued use of
chemotherapy on a dying patient, the placement of feeding tubes in actively dying
patients, and surgical procedures perceived to not be medically necessary on severely
medically compromised patients. All of the scenarios described by participants focused
on treatments or procedures that provided no benefit to the patient but continued to be
provided despite patient prognosis. These scenarios created a list of 24 items considered
futile care treatments by MS nurses.
Contributing factors. Comments on contributing factors toward continuation of
treatments that were considered futile focused on patient, family, or physicians as the
main contributing factors to continued treatment. Participants described situations where
the family was unable or unwilling to let the dying person go. Lack of education on the
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part of the provider and staff were noted as contributing factors as well. Other factors
identified included multiple-disease processes, multiple providers, and non-adherence to
therapies. Contributing factors to futile care contained 23 items drawn from MS nurses’
comments. The items included communication between providers and caregivers, patient
age, treatment offering relief, patient wishes, and fear of death.
Care improvement. Participants indicated that providing care for patients could
be improved upon through various avenues, such as hospice or palliative care, family
meetings, EOL policies, and adherence to patient wishes. A total of 12 items were
identified as methods to improve care to dying patients.
Futile care defined in the MS population. When considering futile care in the
MS setting, participants focused on more global definitions of futile care. Instead of
specific treatments or care provided, MS nurses provided comments on why care or
treatments were considered futile. Aspects of care included prolongation of life without
quality of life, care that does more harm than good, care that causes pain and suffering,
and care that does not align with the patient wishes. A total of 10 items defining futile
care in the MS patient population evolved from participant comments.
The role of the MS nurse. Participants were asked to consider the role of the
MS nurse in futile care situations. A total of nine items were generated from the
comments provided. These items were specific to the role of the nurse and included
advocate, educator, consultant, supporter, and provider. Additionally, the role of the
nurse was defined as facilitator of communication between both the health care team and
the patient and family.
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Suggestions for improvement. Participants were asked to suggest ways to
improve care provided to MS patients receiving futile treatments. A total of 16 items
were generated from the comments that included nurses need more support, particularly
from leadership in the care of these patients. Other suggestions included education on
death and dying as well as communication at EOL and policies related to futile care
treatment and palliative care. Table 2 below represents the individual categories and
items contained within each.
Table 2
Round One Items by Category
Category

Items

Futile Care
Treatments

Treatments and diagnostic procedures that cause discomfort
Diagnostic procedures
Blood work
Urine analysis
Surgical procedures
Dialysis
Chemotherapy
Medications (long term such as statins, PPIs, vitamins)
Antibiotics
Blood transfusions
Feeding tubes
TPN
IV Fluid
IV lines/accessing (initiating)
Initiation of mechanical ventilation
Continuation of mechanical ventilation
Wound care (dressing changes)
Oxygen supplementation
Vital signs
Telemetry
Code status-full code
ACLS
ICU/CCU Admission
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Hospital Admission
Contributing
Factors

Family
Family lack of knowledge on end-of-life issues
Ineffective communication among family
Multiple disease processes
Multiple providers
Physician desire
Physician fear of failure
Physician issues
Ineffective communication between providers
Ineffective communication between care givers
Nurse’s lack of knowledge on end of life care
Patient decisions
Patient age
Treatment offered relief
Unspecified fear
Fear of death
Patient desire to continue treatment
Inability to cope/discuss end of life
Lack of knowledge of patient wishes
Patient wanted continued treatment
Advanced directive available and not followed
Patient wishes forgotten
Denial

Care
Improvement

Palliative care
Hospice care
Family meetings
End-of-life care policies
Communication
Honesty about condition
Patient stays in familiar environment
Patient rest
Patient comfort
Patient advocacy
Patient decision making
Adherence to patient’s wishes

Futile Care
Defined

Care that prolongs life without quality of life
Care provided when there is no hope of survival (curative)
Care that causes pain and suffering
Care that does more harm than good
Care that prolongs suffering
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Care provided that will not affect the outcome
Care that does not promote the lifestyle desired
Care that may not change the outcome at end-of-life
Care provided when there is no hope for return to baseline mentation
MS Nurse Role Advocate
Consultant
Educator
Patient and family supporter
Empathic care provider
Provider of patient-centered care regardless of personal and/or
outside influence
Facilitator of communication between patient and family
Facilitator of communication among health care team
Facilitator of advanced directives
Suggestions
for Future

Support for medical-surgical nurses
Leadership support
Education on death and dying
Education for nurses on communication at end of life
Addressing pre-existing barriers
Palliative care policies or programs
Hospice care
Timeframe for hospice consult
Timeline for chaplain involvement
Time limiting futile care based on disease process/comorbidities
Code status clarification
Policies to address futile care treatments
Education for physicians on approaching futile care subjects
Collaboration between nurses and physicians
Family meetings
Advanced directives

Round Two
The goal of round two was to determine levels of agreement and ranking of
importance of the 94 items identified in round one. Seventeen out of the 28 participants
from round one responded to the round two survey. Items were grouped into either agree
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or disagree by specific content or no opinion. Table 3 represents an example of a round
two questions.
Table 3
Example of Round Two Question
Please drag and drop items to the appropriate box. Arrange items by rank indicating
importance. In the medical-surgical patient population, futile care includes:
Futile Care
Not Futile Care No Opinion
Treatments and diagnostic
procedures that cause discomfort
Blood work
IV fluid
ACLS
Descriptive statistics were used to determine level of agreement with a benchmark
of greater than 55% (10 of 17) participants in agreement. There is no agreed upon
standard level of consensus in the literature, and it can range from 100% agreement to as
low as 55% agreement. Other studies use an implied measure of agreement (Beech, 1997;
Butterworth & Bishop, 1995; Williams & Webb, 1994). Consensus for this round was
set at 55% due to the number of responses and how data was grouped by participants.
Each participant did not group every item; an example of items grouped and their
frequencies are represented below in Table 4. Of the 94 items identified in round one, 54
items (57%) achieved consensus by agreement. Once grouped, participants were asked to
arrange items by level of importance. Ranking of items did not provide any significant
priorities due to the variability of items grouped by participants. For example, code
status was ranked as most important by five participants, the most of any item, but did not
reach the level of consensus for the round. While five of the 17 participants found code
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status to be the most important futile care item, not enough participants agreed that code
status was considered futile.
Table 4
Round Two Example of Consensus Rating for Futile Care Treatments
Item
Treatments and diagnostic procedures that
cause discomfort
Diagnostic procedures
Blood work
Urine analysis
Surgical Procedures
Dialysis
Chemotherapy
Medications (long term such as statins, PPI's,
vitamins)
Antibiotics
Blood Transfusions
Feeding Tube
TPN
IV fluid
IV lines/access (initiating)
Initiation of mechanical ventilation
Continuation of Mechanical Ventilation
Wound Care (dressing changes)
Oxygen supplementation
Vital signs
Telemetry
Code status -full code
ACLS
ICU/CCU Admission
Hospital Admission

Futile
Care

Not Futile
Care

No
Opinion

13 (76%)

3 (18%)

0

6 (35%)
2 (12%)
2 (12%)
8 (47%)
10 (59%)
10 (59%)

9 (53%)
9 (53%)
11(65%)
7 (41%)
4 (24%)
5 (29%)

1 (0.6%)
1 (0.6%)
1 (0.6%)
0
1 (0.6%)
1 (0.6%)

6 (35%)

5 (29%)

1 (0.6%)

2 (12%)
5 (29%)
10 (59%)
6 (35%)
2 (12%)
0
9 (53%)
10 (59%)
1 (0.6%)
1 (0.6%)
1 (0.6%)
5 (29%)
9 (53%)
7 (41%)
9 (53%)
4 (24%)

12 (71%)
8 (47%)
3 (18%)
4 (24%)
7 (41%)
11 (65%)
2 (12%)
0
12 (71%)
13 (76%)
12 (71%)
6 (35%)
5 (29%)
4 (24%)
4 (24%)
9 (53%)

0
0
0
2 (12%)
3 (18%)
2 (12%)
2 (12%)
3 (18%)
1 (0.6%)
0
0
1 (0.6%)
0
1 (0.6%)
0
0

Included in the round two survey was the opportunity for comments on each item
to allow participants to provide insight on the reason behind their responses. Participants
indicated items included as futile care were considered futile when the patient had no
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hope for recovery or a poor prognosis. Futile care items were considered not futile if the
patient could recover some sort of ability or independence that would impact the patient’s
quality of life. Additionally, comments provided insight into MS nurses’ thoughts on
futile care, the role of the MS nurse, and suggestions for future. Medical-surgical nurses
commented that treatments should not be used to prolong life without some quality to the
life prolonged, and the role of the MS nurse was to advocate for the patient and their
wishes. Round two concluded with a total of 40 items to be distributed in round three.
Table 5 provides example quotations provided by participants.
Table 5
Round Two Content Areas and Example Quotations
Content
Areas
Futile Care
Treatments

Example Quotations

Contributing
Factors

“Family is not ready for the patient to die”
“Family may lack knowledge of patient desires”
“Physician discomfort with discussion poor prognosis”
“Providers need to be more direct and provide realistic information”
“All items should be considered”

Care
Improvement

“When there is no hope of recovery”
“Prognosis poor”
“Treatment discomfort needs to be weighed against benefits”
“Based on what the patient considers quality of life”

Futile Care
in MS
Population

“Should not prolong people’s life for the sake of prolonging life”
“Ask patient to consider how they would like to live the rest of the time
they have left”

Role of the
MS Nurse

“Always advocating for the patient”
“Nurses act as advocates and facilitate education of disease progress,
treatments provided, and patient centered goals”
No comments provided.

Suggestions
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Round Three
Round three consisted of the remaining 40 items being returned to participants to
group and rank in each of the 6 content areas. Participants were also given the
opportunity to provide comments about why they did or did not agree with a statement as
well as general comments about futile care. Of the 40 items to consider in round three, 11
participants responded, and consensus was found on 19 of the remaining items.
Consensus was measured as greater than 60% (7 of 11) of participants in agreement.
Consensus was set higher for round three due to participant responses and smaller sample
size. Again, participants did not group each item; examples of items and frequency of
grouping are represented in Table 6 below. Ranking of items again did not produce any
significant priorities as there was so much variability in the grouping of items.
Table 6
Round Three Example of Consensus Rating for Futile Care Treatments
Item
Diagnostic procedures
Blood work
Surgical Procedures
Medications (long term such as statins, PPI's,
vitamins)
TPN
IV fluid
Initiation of mechanical ventilation
Telemetry
Code status -full code
ACLS
ICU/CCU Admission
Hospital Admission
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Futile
Care
3 (27%)
2 (18%)
4 (36%)

Not Futile
Care
7 (64%)
8 (73%)
5 (45%)

No
Opinion
1 (1%)
1 (1%)
2 (18%)

5 (45%)

2 (18%)

4 (36%)

5 (45%)
1 (1%)
5 (45%)
1 (1%)
4 (36%)
5 (45%)
4 (36%)
0

4 (36%)
8 (73%)
4 (36%)
4 (36%)
3 (27%)
4 (36%)
5 (45%)
8 (73%)

2 (18%)
2 (18%)
2 (18%)
6 (55%)
4 (36%)
2 (18%)
2 (18%)
3 (27%)

Comments provided by participants indicated some of the reasoning behind the
agreement or disagreement of items and included statements about quality of life, how
futile care can be very situational dependent on patient circumstances, and
communication. Examples of comments provided by participants indicating are included
in the table below (Table 7).
Table 7
Round Three Content Areas and Example Quotations
Content Areas

Example Quotations

Futile Care Treatments

“These treatments prolong but do not improve quality of
life”
“These treatments can be used for palliative purposes”
“Number one is lack of physician lack of
communication”
“Futile care is situational”
“Patient fear of death”
“Staying in one’s own environment if the family can
cope would be optimal”
“Home is best, unfamiliar surroundings contribute to
fear, anxiety, and delirium”
“You give care because you offer dignity”

Contributing Factors

Care Improvement

Futile Care in MS
Population
Role of the MS Nurse
Suggestions

“Nurses are often the first line of defense against futile
care, consulted for knowledge about treatments”
“Frank discussions about prognosis at every encounter.
Once an advanced directive is in place, care should not
be altered when patient becomes non-decisional”
Summary of Findings

Nurses participating in this study found the most agreement among the panel
regarding ways to improve care, defining futile care in the MS patient population and
suggestions for improvement of this care. More variability was found on care or

55

treatment items considered to be futile care. Participants suggested that each individual
patient circumstance is unique enough that it is difficult to determine what is considered
futile or not without looking at the patient as a whole; what could be considered futile for
one patient may be palliative for another. Participants’ comments focused on quality of
life when considering if a treatment was futile or not. The results of this study indicate
that MS nurses define futile care using qualitative methods that are derived from patient
wishes, goals, and quality of life. Younger (1988) originally developed the qualitative
definition of futile care as care that did not align with patient wishes or did not allow
them to live according to their values or goals (Chwang, 2009; Younger, 1988).
Discussion
An exploration of experiences and perspectives of MS nurses revealed somewhat
diverse, but similar findings to previous research. Definitions of futile care were similar
to those found in the literature from the intensive care setting (Huynh et al., 2013; Palda
et al., 2005; Piers et al., 2011). Medical-surgical nurses indicated that treatments that
were not providing any benefit to the patient and potentially causing pain and suffering
were considered futile (Aghabarary & Nayeri, 2016b; Heland, 2006; Kompanje, Piers, &
Benoit, 2013). These nurses also indicated that communication issues, family wishes,
and physician practices were major contributing factors to futile care (Huynh et al., 2013;
Palda et al., 2005; Piers et al., 2011).
Factors that contributed to futile care situations in MS care setting were found to
be similar to that of previous studies in the ICU setting and included communication
issues, involvement of multiple physicians, legal pressures, and uncertainty of prognosis
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(Palda et al., 2005; Yekefellah et al., 2015). Additionally, MS nurses who participated in
this study indicated that care is always provided regardless of outcome, similar to the
findings of Aghabary and Nayeri (2016b). Nurses approach patient care from a holistic
perspective, role-modeling (Erickson, Tomlin, & Swain, 1983), as opposed to focusing
on the disease process, and care is focused on the patient’s benefit for that care more than
the outcome.
Strengths and Limitations
Challenges of the Delphi technique were apparent once the study was undertaken.
Limitations for this study included threats to both internal and external validity. Threats
included attrition, time, survey length, confidentiality, and bias.
Internal Validity
Attrition is an expected problem with Delphi technique. The three surveys were
spread over a time period of approximately six months, potentially increasing attrition.
Part of this time frame was needed to obtain a sufficient panel size for the study. The
sample sought for this study was to be representative of acute care MS nurses providing
care to patients at EOL. While attrition was an expected problem between rounds, the
decrease in participation was not considered detrimental to the study.
The qualitative questions that made up round one were fairly similar in nature and
potentially affected participants’ responses. Responses and data obtained from the round
one survey were used to create subsequent surveys where participants were asked to
group and rank items to indicate agreement. Participant responses to group placement
were able to be defined by consensus, but the ranking of items proved to be insignificant
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due to the variation of items by group and participants’ responses. Asking for both group
and rank decreased the significance of the ranking data due to participants’ responses and
the variability in responses.
External Validity
External validity is concerned with generalizability of the study and findings to
other populations (Portney & Watkins, 2009). The length of the round one survey was
challenging as the large number of qualitative questions potentially decreased response
rate. Participants in this study were recruited for their experience in the medical-surgical
patient population. However, it cannot be said that the participants were representative of
bedside medical-surgical nurses in general. Examining the participant demographics, the
majority of the participants were baccalaureate-prepared and certified nurses.
Additionally, many were members of additional professional organizations other than the
medical-surgical organization.
Maintaining confidentiality of participants was of upmost importance but did
limit the ability of the researcher to identify participants’ completion of rounds one, two
and three. Additionally, no identifying information or demographic information was
collected after the round one survey to ensure participant confidentiality. However, the
lack of any demographic information prohibited examining trends in relation to
agreement on certain items such as hospital unit and past experience.
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Implications for Future Research, Practice, Education and Policy
Research
This study provided valuable insights of MS nurses who work in the acute care
setting regarding issues with futile care and suggestions for improvement. Areas for
future research include expanding the findings of this study for use in tool development
to assess the “picture” of futile care in a clinical care setting. If the tool determined
significant issues with futile care in a practice area, efforts can then be developed and
tested to decrease the incidence and improve outcomes for patients, loved ones, and
health care providers. Replication of this study in other settings, such as long-term care
and a chronic population could contribute to caring for patients at EOL.
Additionally, asking MS nurses to rank the items identified by this panel could provide
insight from a larger sample of MS nurses and their perceptions of treatments considered
futile.
Practice
Nurses will be called upon to care for patients who may be receiving treatments or
care that is considered futile. The MRM theory provides a holistic approach to nursing
care which recognizes each patient and their uniqueness (Erickson, Tomlin, & Swain,
1983). This is exactly how MS nurses described futile care situations in acute care
settings. Nurses indicated that each patient circumstance was uniquely different and,
therefore, required different considerations. Futile care was not as easily defined as a
specific treatment or procedure but required a broad look at the patient as a whole.
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Education
This research highlights an area that can be addressed with MS nurses related to
continued education and the focus of caring for dying patients. Nursing primary
education focuses very little time or attention to the care of dying patients. The
experience of caring for a patient at EOL does not present itself to every student. Nurses
participating in this study indicated that education about death and dying and the dying
process would be helpful to improve upon patient care in futile care situations. More
education and awareness could present more options to patients and families to
individualize care at EOL (Beckstrand et al., 2012; Reinke et al., 2011; Reinke et al.,
2010).
Additionally, a simulation could be created to undergraduate nursing education to
introduce the practice of communication with a dying patient and family. Standardized
patients could be used to create a realistic patient situation with both a patient and family
members present (Kowitlawakul, Chow, Salam, & Ignacio, 2015). The simulation could
be multidisciplinary and incorporate members of the healthcare team crucial to
communicating with patients and families at EOL.
Policy
Providing quality care to patients, regardless of life stage, is an important skill for
MS nurses. Early identification of patients that may be nearing EOL is essential to
advocate for appropriate referrals in a timely way. Policies related to the initiation of
hospice or palliative care consults could assist acute care MS nurses caring for patients.
Nurses recognizing and advocating for patients in relation to a particular plan of care can
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help to increase quality of life and decrease the potential for futile care situations.
Communication with patients and family about realistic expectations and care options is
essential to providing quality care that meets the needs of the patient.
Conclusion
This Delphi study helped to define futile care in the acute MS population and
explore the reasons patients receive futile care, MS nurses’ opinions on factors that
contribute to futile care situations, the role of the MS nurse, and suggestions for
improving care provided to dying patients. Medical-surgical nurses provided personal
experiences with examples of futile care—what was considered futile based on the
patient scenario and futile care in the general MS patient population. These nurses were
also able to provide insight in MS nurses’ roles in the care of patients receiving futile care
and potential methods of improvement.
This Delphi study has provided timely and important information regarding futile
care within a framework of respect for patient wishes and dignity. Documented problems
with futile care span four decades (Heland, 2006; Löfmark & Nilstun, 2001; Taylor,
1995), and in this contemporary environment of cost effective quality of care, efforts
toward addressing these continuing problems must be expended. Nurses provide care to
patients along the human healthcare continuum, and as the population ages, acute care
nurses working in MS areas will be called upon to provide EOL care. Understanding how
MS nurses view futile care, the types of treatment considered futile, and suggestions to
improve patient outcomes can help guide care of patients at EOL on acute care MS units.
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Improved identification and recognition of futile care and how it is defined in an acute
care setting can help to identify areas of improvement in providing EOL nursing care.
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Chapter 4
Summary and Conclusion
This research began with an attempt to examine the care of MS patients and endof-life (EOL) on acute care units. A review of the literature revealed a focus on futile
care in the intensive care setting but identified a gap in the literature regarding futile care
in acute MS settings. Care of dying patients is complex and requires a multi-faceted
approach that incorporates a multi-disciplinary team that has the unique knowledge and
skills to meet the holistic needs of those at EOL.
A concept analysis was conducted on the concept of death literacy; what does it
mean to be literate when it comes to death? Attributes, antecedents, consequences, and
exemplars of the concept were identified. To care for dying patients requires an
understanding of death as well as what is required to understand and provide care for
those in or near the dying process. The concept of death literacy as it relates to nursing is
important in planning and providing holistic care that encompasses patient preferences
and individualized care. Death literacy for the nurse includes knowledge of physiological
processes, understanding the process of death, communicating information, and gaining
meaning from the death and dying process. Death literacy for the patient and family can
be defined as the knowledge and skills used to understand and act upon options related to
end-of-life and death care (Noonan, Horsfall, Leonard, & Rosenberg, 2016).
This research aimed to identify futile care in the acute care MS setting and
explore MS nurses’ perceptions, factors that contributed to futile care, ways to improve
care to these patients, and suggestions for improvement. Using Modeling and Role

73

Modeling Nursing Theory (MRM) as a frame of reference, this study explored futile care
related to MS patients (Erickson, Tomlin, & Swain, 1983). The expert panel of MS
nurses provided detailed information on futile care in the acute care MS setting. The
participants of this study provided information on specific treatments considered futile as
well as circumstances behind continued treatments. They described patient situations
when treatments were no longer providing a benefit to patients but also expressed the
desire to provide care based on patient preference. These nurses found agreement on
futile care in the MS population, the nurse’s role, ways to improve care, and suggestions
for future. The items on which the panel of MS nurses found the least level of agreement
were related to defining futile care treatments and the contributing factors to futile care.
Qualitative responses suggested that the lack of agreement was connected to patient
specific circumstances and desires.
Findings
Medical-surgical nurses provided meaningful insight into futile care in the acute
care MS patient population. Through round one responses, the panel identified 94 items
that were grouped into six content areas related to futile care. The content areas
identified were: (1) futile care treatments, (2) contributing factors, (3) care improvement,
(4) futile care defined in the MS population, (5) the role of the MS nurse, and (6)
suggestions for improvement. The six content areas and items are represented in
Appendix G.
Participants were asked to submit comments, if they wished, indicating rationale
behind agreement or disagreement on certain items. From the responses provided, certain
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aspects of futile care were emphasized. Those aspects included quality of life, patient
and family wishes, communication, and the role of the MS nurse as the advocate.
Participants in this study expressed that patient care is specific to each patient and that
treatments considered futile for one patient, may not be for another. The patient as an
individual, holistic being must be considered when determining futility of treatments.
Implications for Future Research
The study provided insight from MS nurses working in an acute care setting and
their perceived issues with futile care and suggestions for improvement. Areas for future
research include dynamic education on nursing care of patients at end-of-life, specifically
focusing on the role of the MS nurse and identifying resources available. A simulation
designed for communicating with a dying patient and their family could incorporate a
standardized patient as the patient and additional standardized patients to portray the
family. Participants could focus their communication on conveying prognosis, soliciting
questions, and appropriate referrals. An interdisciplinary component to the simulation
could incorporate medical students or other health care providers.
In the clinical practice setting, the use of palliative care teams or a palliative care
nurse available for consultation on patient situations could be helpful to identify and
mobilize appropriate resources to enhance patient care. Caring for a patient that has been
identified as receiving futile care is a multidisciplinary issue that requires more than just
the primary nurse to intervene. Clinical resources such as a nurse consultant could be
beneficial to both the patient and the nurse to initiate conversations about care.

75

Further definition and examination of specific care and/or treatments could be
examined to provide further insight into futile care in the MS patient population.
Additionally, the items agreed up on by this panel could be used to formulate a survey for
a larger sample of MS nurses to rank futile care items by level of agreement or
importance in an effort to gain further insight on the concept of futile care in an acute
care MS setting.
Conclusion
Futile care has been explored within the intensive care population, but very little
information exists on futile care in the MS patient population. Medical-surgical patients
generally have multiple comorbidities and diagnoses. These patients potentially receive
treatments that are considered futile. This dissertation has helped to identify what is
considered futile in this patient population and identified MS nurses’ opinions on futile
care and the role of the nurse in a futile care situation. Additional information regarding
contributing factors to futile treatments and suggestions for improvement was provided
by the panel of nurses. Medical-surgical nurses identified that each patient situation and
wishes are unique and need to be considered when making decisions regarding futility.
Communication is key to understanding patient and family preferences within a
healthcare team.
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Appendix A. Invitation to Participate in Research
Invitation to Participate in Research
Dear fellow AMSN member,
Futile care has been studied in the intensive care setting but little is known about futile
care in medical-surgical units of acute care facilities. What does futile care mean to you
and what have your experiences been?
My name is Angela Mulcahy and I am a doctoral student in the School of Nursing at the
University of Texas at Tyler. I would like to invite you to participate in a study I am
conducting titled “When Care Becomes Futile: Perspectives of Acute Care MedicalSurgical Nurses”.
My research strives to obtain a better understanding of the perspectives of futile care
from the voices of medical-surgical nurses. Because we know futile care can have a
negative impact, I am anticipating the results of this study can help improve outcomes for
patients and their families as well as nurses.
If you wish to participate in this study, the following criteria must be met:
1.   You are a licensed registered nurse (RN).
2.   You have greater than or equal to 5 years experience in an acute care medicalsurgical setting.
a.   These settings are non-critical care, and include: cardiac, medical,
surgical, orthopedic, neurology, and step-down or intermediate care units.
Any hospital unit that cares for adult patients who are acutely ill or
recovering from surgery.
3.   You work at least 36 hours per week in an acute care medical-surgical care area.
4.   You have had experience working with patients when continued treatment is
considered futile within the last 2 years.
The study will consist of two questionnaires distributed online over a period of
approximately two to three months. You also have the choice of contacting me for a
personal interview if you prefer that over completion of the first questionnaire. This
questionnaire will ask you to “talk” all you want regarding your experiences with futile
care in the medical-surgical acute care setting. Each questionnaire will take about 15-20
minutes to complete.

80

All information will be kept confidential and I will be the only person knowing your
identity.
I am excited about your potential contribution to this study. If you would like to
participate, please click on the link below or copy and paste into an internet browser.
Participants completing the survey(s) will be entered into a drawing for a $100 Amazon
gift card.
If you have any questions before or during this study, please feel free to contact me via
email or phone.
Sincerely,

Angela Mulcahy, MS, RN, CMSRN
PhD Student, The University of Texas at Tyler
amountain@patriots.uttyler.edu
(307) 214-5325
Gloria Duke, PhD, RN
Dissertation Chair
College of Nursing & Health Sciences
School of Nursing
The University of Texas at Tyler
3900 University Blvd.
Tyler, TX 75799
gduke@uttyler.edu
(903) 566-7023
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Appendix B. IRB Approval Letter
THE UNIVERSITY OF TEXAS AT TYLER
Informed Consent to Participate in Research
Institutional Review Board # F2017-30
Approval Date: November 3, 2017

Project Title: When Care Becomes Futile: Perspectives of Acute Care Medical-Surgical
Nurses
Principal Investigator: Angela Mulcahy, MS, RN, CMSRN
The purpose of this study is to determine perceptions and experiences of MS nurses
regarding the futile care they have provided to patients in the acute care setting. In
addition, recommendations for improving outcomes related to futile care will be sought.
If you agree to be in this study, we will ask you to do the following things:
•   You will be asked to complete up to three online questionnaires over a period of
approximately two months.
•   Depending on how much you write for the first questionnaire, it may take about
20 minutes for each questionnaire.
•   If you prefer to talk with the researcher about your answers, Angela, please call
her at: (307) 214-5325
Side Effects/Risks
You may become slightly distressed when thinking about death, dying, or previous
patient experiences with death, though I do not expect this to be a common problem.
Should you become distressed, the researcher can help make any referrals if needed.
You can also save your answers and take a break if needed.
Potential Benefits
Nurses can become aware of what is influential in their practice when caring for patients
receiving care that can be considered futile; how the nurse’s individualized care
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contributes to the patient.
Understanding of Participants
I have been given a chance to ask any questions about this research study. The researcher
has answered my questions.
•   I am taking part in this study because I want to. I chose to take part in this study
after having been told about the study and how it will affect me.
•   I know that I am free to not be in this study. If I choose to not take part in the
study, then nothing will happen to me as a result of my choice.
•   I know that I have been told that if I choose to be in the study, then I can stop at
any time. I know that if I do stop being a part of the study, then nothing will
happen to me.
I have been promised that that my name will not be in any reports about this study unless
I give my permission.
If I have any questions concerning my participation in this project, I will contact the
principal researcher: Angela Mulcahy at (307) 214-5325 or email
amountain@patriots.uttyler.edu
If I have any questions concerning my rights as a research subject, I will contact (IRB
Delegated Reviewer)
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Appendix C. Round One Questionnaire
Round One Questionnaire
I am seeking the opinions of medical-surgical nurses caring for patients in acute care
settings regarding futile care. Please answer the following questions:

Please describe a time in your nursing career when you believed that the care or
treatments being provided to a patient were not going to improve the patient’s
condition and the patient was nearing death.
Reflecting on this experience, please answer the following questions:
1.   What did you consider to be futile care or treatments in this situation?
2.   What factors do you think contributed to the situation?
3.   Was the care consistent with the patient’s wishes? Why or why not?
4.   How could the care provided to this patient have been improved?
5.   How do you define futile care? What is it?
6.   What do you see as the role of the medical-surgical nurse in futile care
situations
7.   What suggestions do you have for either policy or practice guidelines for
patients receiving futile care?
Please add any other related comments you have about futile care that may help improve
patient, family and/or health provider outcomes in the future:
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Demographic Questionnaire
1.   Are you currently licensed to practice as a Registered Nurse in the United States?
[ ] Yes
[ ] No
2.   How long have you been a Registered Nurse?
________Years
________Months
3.   Do you work in an acute care medical-surgical nursing setting (non-critical care)?
[ ] Yes
[ ] No
4.   What area do you primarily work?
[
[
[
[
[
[
[
[
[

] Medical Unit
] Surgical Unit
] Orthopedic Unit
] Cardiac Unit
] Orthopedic Unit
] Neurology Unit
] Oncology Unit
] Intermediate Care or Step Down Unit
] Other_____________________

5.   What is the size of your primary unit?
Approximate # of beds ___________
6.   How often do you work per week?
[ ] Full time, approximately 36 hours/week
[ ] Greater than 36 hours/week
[ ] Less than 36 hours/week
7.   What shift do you primarily work?
[ ] 12 hour day shift
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[
[
[
[
[

] 12 hour night shift
] 8 hour day shift
] 8 hour evening shift
] 8 hour night shift
] Other_______________

8.   What position do you hold?
[ ] Direct Care/Staff Nurse/Bedside
[ ] Charge Nurse
[ ] Other________________________
9.   How many years have you been working in a medical-surgical area?
_______Years
10.  Are you a member of the Academy of Medical-Surgical Nurses (AMSN)?
[ ] Yes
[ ] No
11.  Are you a member of another professional organization?
[ ] Yes
[ ] No
If yes, which organization? _____________

Other:
1.   Gender
[ ] Male
[ ] Female
2.   Current age?
______ Years
3.   Do you consider yourself Hispanic/Latino: a person of Cuban, Mexican, Puerto
Rican, South or Central American, or other Spanish culture or origin, regardless
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of race?
[ ] Yes [ ] No
4.   Which of the following races do you consider yourself to be (select one or more):
[
[
[
[
[
[

] White
] Black or African-American
] American Indian or Alaskan Native
] Asian
] Native Hawaiian or Pacific Islander
] From multiple Races

5.   Highest degree held:
[
[
[
[
[

] Diploma
] Associate’s Degree
] Baccalaureate Degree
] Master’s Degree
] Doctoral Degree

6.   Do you hold any professional certifications?
[ ] Yes
[ ] No
7.   What professional certification do you hold?
8.   Geographic region?
Drop down option by state or other (one chapter of AMSN outside the US)

9.   Have you had an experience with a close family member or friend who was faced
with decision regarding futile care?
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Appendix D. Round Two Questionnaire
Round Two Questionnaire
Thank you for your willingness to serve as an expert in medical-surgical nursing by
responding to the first survey. You are receiving this survey as a follow up to the study
entitled "When Care Becomes Futile: Perspectives of Acute Care Medical-Surgical
Nurses". Condensed responses from you and your peers have been compiled for
evaluation.
As a reminder, my name is Angela Mulcahy and I am a PhD student at the University of
Texas at Tyler. This research study has been approved by the University of Texas at
Tyler Institutional Review Board #F2017-30.
Your continued participation in this research study is voluntary and confidential. There
is no obligation to continue participating and no adverse outcomes for non-participation.
The survey should take approximately 15 minutes to complete.
I thank you in advance for taking the time to complete this survey!
For any questions, please contact:
Angela Mulcahy RN, MS, CMSRN, PhD student, amountain@uttyler.patriots.edu, (307)
214-5325
Gloria Duke, PhD, RN, Professor and Associate Dean, Dissertation
Chair, GDuke@uttyler.edu.
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The following questions represent responses to the round one survey. For each item
below, please drag and drop items to the appropriate box based on agreement. Once
items have been grouped, please rank items by level of agreement.
Please drag and drop items to the appropriate box. Arrange items by rank indicating
importance.
In the medical-surgical patient population, futile care includes:
Futile Care
Treatments and diagnostic
procedures that cause
discomfort
Diagnostic procedures
Blood work
Urine analysis
Surgical Procedures
Dialysis
Chemotherapy
Medications (long term
such as statins, PPI's,
vitamins)

Not Futile Care

Antibiotics
Blood Transfusions
Feeding Tube
TPN
IV fluid
IV lines/access (initiating)
Initiation of mechanical
ventilation

No Opinion

Continuation of Mechanical
Ventilation
Wound Care (dressing
changes)
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Oxygen supplementation
Vital signs
Telemetry
Code status -full code
ACLS
ICU/CCU Admission
Hospital Admission

Request for comments on items considered to be futile care and items not considered
futile care.
________________________________________________________________  
________________________________________________________________  

Factors that contribute to a futile care situation
Contributed to futile care
Family (please indicate
specific information under
comments below)
Family lack of knowledge
on end of life issues
Ineffective communication
among family
Multiple disease processes
Multiple providers
Physician desire
Physician fear of failure
Physician issues
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Ineffective communication
between providers
Ineffective communication
between care givers
Nurse lack of knowledge on
end of life care

Did not contribute

Patient decisions
Patient age
Treatment offered relief
Unspecified fear
Fear of death
Patient desire to continue
treatment
Inability to cope/discuss
end of life
Lack of knowledge of
patient wishes

No Opinion

Patient wanted continued
treatment
Advanced Directive
available and not followed
Patient wishes forgotten
Denial

Comments on factors that contributed to futile care:
______________________________________________________________  
________________________________________________________________  
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Comments on factors that did not contribute to futile care:
________________________________________________________________  
________________________________________________________________  

Comments regarding fear, unspecified fear contributing to futile care:
________________________________________________________________  
________________________________________________________________  
  

Please drag and drop items to the appropriate box. Arrange items by rank indicating
importance.
Care could be improved by:
Improved
Palliative care
Hospice care
Family meetings
End of life care policies
Communication

Not Improved

Honesty about condition
Patient stay in familiar
environment
Patient rest
Patient comfort
Patient advocacy

No Opinion

Patient decision making
Adherence to patient's
wishes
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Comments on items that improved care:
________________________________________________________________  
________________________________________________________________  

Comments on items that did not improve care:
________________________________________________________________  
________________________________________________________________  

Please drag and drop items to the appropriate box. Arrange items by rank indicating
importance.
In the medical-surgical patient population, futile care can be defined as:
Futile Care
Care that prolongs life
without quality of life.
Care provided when there
is no hope for survival
(curative).
Care that causes pain &
suffering.
Care that does more harm
than good.

Not Futile Care

Care that prolongs
suffering.
Care provided that will not
affect the outcome.
Care that does not follow
patient wishes.
Care that does not promote
the lifestyle desired.

No Opinion
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Care that may not change
the outcome at end-of-life.
Care provided when there
is no hope for return to
baseline mentation.

Comments on items considered futile care:
________________________________________________________________  
________________________________________________________________  
  

Comments on items not considered futile care:
________________________________________________________________  
________________________________________________________________  

Please drag and drop items to the appropriate box. Arrange items by rank indicating
importance.
The medical-surgical nurse's role in futile care can include:
Medical-Surgical RN Role
Advocate
Consultant
Educator
Patient & Family supporter

Not Medical-Surgical RN Role

Empathic care provider
Provider of patient-centered
care regardless of personal
and/or outside influences
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Facilitator of
communication between
patient & family

No Opinion

Facilitator of
communication among
health care team
Facilitator of advanced
directives

Comments on items considered within the medical-surgical RN role:
________________________________________________________________  
________________________________________________________________  

Comments on items not considered within the medical-surgical RN role:
________________________________________________________________  
________________________________________________________________  

Below is a list of suggestions from the panel to improve upon futile care in the medicalsurgical setting. Please drag and drop items to the appropriate box. Arrange items by
rank indicating importance.
  

Agree
Support for medical-surgical
nurse
Leadership support
Education on death & dying
Education for nurses on
communication at end of life
Addressing of pre-existing
barriers

Do not Agree

Palliative care policies or
programs
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Hospice care
Timeframe for hospice
consult
Timeline for chaplain
involvement
Time limiting futile care
based on disease
process/comorbidities
No Opinion

Code Status clarification
Policies to address futile
care treatments
Education for physicians on
approaching futile care
subjects
Collaboration between
nurses and physicians
Family meetings
Advanced Directives

Comments:
________________________________________________________________  
________________________________________________________________  
  

Any further comments regarding futile care in the acute care medical-surgical setting?
________________________________________________________________  
________________________________________________________________  
________________________________________________________________  
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Appendix E. Round Three Questionnaire
Round Three Questionnaire
Thank you for your continued willingness to serve as an expert in medical-surgical
nursing. You are receiving this survey as a follow up and final survey of the study
entitled "When Care Becomes Futile: Perspectives of Acute Care Medical-Surgical
Nurses".
The final survey consists of items that were gathered from round one, were considered
during round two, but did not reach a level of agreement among the panel. Round three
consists of the items that were not agreed on by the majority of the panel. Please
consider the items in this survey whether or not you responded to the round two survey.
As a reminder, my name is Angela Mulcahy and I am a PhD student at the University of
Texas at Tyler. This research study has been approved by the University of Texas at
Tyler Institutional Review Board #F2017-30.
Your continued participation in this research study is voluntary and confidential. There
is no obligation to continue participating and no adverse outcomes for non-participation.
The survey should take approximately 15 minutes to complete.
I thank you in advance for taking the time to complete this survey!
For any questions, please contact:
Angela Mulcahy RN, MS, CMSRN, PhD student, amountain@uttyler.patriots.edu, (307)
214-5325
Gloria Duke, PhD, RN, Professor and Associate Dean, Dissertation
Chair, GDuke@uttyler.edu.
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The following questions represent responses to the round one and round two
surveys. The items represented did not reach a consensus among the panel and are being
presented for final consideration. Please take a moment to consider these items
regardless of response to the round two survey.
For each item below, please drag and drop to the appropriate box based on opinion. Once
items have been grouped, please rank items by level of importance.
Please drag and drop items to the appropriate box. Arrange items by rank indicating
importance.
In the medical-surgical patient population, futile care includes:
Futile Care
Diagnostic procedures
Blood work
Surgical Procedures
Medications (long term
such as statins, PPI's,
vitamins)

Not Futile Care

Blood Transfusions
TPN
IV fluid
Initiation of mechanical
ventilation
Telemetry

No Opinion

Code status -full code
ACLS
ICU/CCU Admission
Hospital Admission
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Comments on items considered to be futile care:
________________________________________________________________  
________________________________________________________________  
  

Comments on items not considered to be futile care:
________________________________________________________________  
________________________________________________________________  

Please drag and drop items to the appropriate box. Arrange items by rank indicating
importance.
Factors that contribute to a futile care situation:
Contributed to futile care
Multiple providers
Physician desire
Physician fear of failure
Physician issues
Ineffective communication
between care givers
Nurse lack of knowledge
on end of life care

Did not contribute

Patient decisions
Patient age
Treatment offered relief
Unspecified fear
Patient desire to continue
treatment

No Opinion

Lack of knowledge of
patient wishes
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Patient wanted continued
treatment
Patient wishes forgotten

Comments on factors that contributed to futile care:
________________________________________________________________  
________________________________________________________________  

Comments on factors that did not contribute to futile care:
________________________________________________________________  
________________________________________________________________  

Comments regarding fear, unspecified fear contributing to futile care:
________________________________________________________________  
________________________________________________________________  

Please drag and drop items to the appropriate box. Arrange items by rank indicating
importance.
Care could be improved by:
Improved

Patient rest
Not Improved

Patient stay in familiar
environment

No Opinion
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Comments on items that improved care:
________________________________________________________________  
________________________________________________________________  

Comments on items that did not improve care:
________________________________________________________________  
  

________________________________________________________________  

  

Please drag and drop items to the appropriate box. Arrange items by rank indicating
importance.
In the medical-surgical patient population, futile care can be defined as:
Futile Care
Care provided that will not
affect the outcome.
Care that does not promote
the lifestyle desired.

Not Futile Care

Care that may not change
the outcome at end-of-life.
Care provided when there
is no hope for return to
baseline mentation.

No Opinion

Comments on items considered futile care:
________________________________________________________________  
________________________________________________________________  
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Comments on items not considered futile care:
________________________________________________________________  
________________________________________________________________  
  

  

Please drag and drop items to the appropriate box. Arrange items by rank indicating
importance.
The medical-surgical nurse's role in futile care can include:
Medical-Surgical RN Role
Consultant
Facilitator of
communication between
patient & family

Not Medical-Surgical RN Role

No Opinion

Facilitator of advanced
directives

Comments on items considered within the medical-surgical RN role:
________________________________________________________________  
________________________________________________________________  

Comments on items not considered within the medical-surgical RN role:
________________________________________________________________  
________________________________________________________________  
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surgical setting. Please drag and drop items to the appropriate box. Arrange items by
rank indicating importance.
  
Agree
Timeframe for hospice
consult
Do not Agree

Timeline for chaplain
involvement
Time limiting futile care
based on disease
process/comorbidities

No Opinion

Advanced Directives

Comments:
________________________________________________________________  
________________________________________________________________  

Any further comments regarding futile care in the acute care medical-surgical setting?
________________________________________________________________  
________________________________________________________________  
________________________________________________________________  
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Thank you for your participation in this study! Your input has been incredibly valuable
in identifying and discussing futile care in the medical-surgical setting. If you would like
to participate in further research or have additional thoughts on futile care, please feel
free to contact me.

Angela Mulcahy RN, MS, CMSRN, PhD student
amountain@uttyler.patriots.edu, (307) 214-5325
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Appendix F. Participant Demographic Data
Demographic Table of Participants
  
Gender:  
Male    
Female  
Age  (range  and  mean)  
  
Hispanic/Latino:
Yes
No  
Race:
White
Black or African-American
American Indian or Alaskan Native
Asian
Native Hawaiian or Pacific Islander
From multiple  
Years’  experience  in  medical-‐surgical  
setting  (range)  
Highest  Nursing  Degree  Held:  
Associate  
Baccalaureate  
Masters  
Doctorate  
Primary  Nursing  Units:  
Medical    
Intermediate  Care  Unit  
Oncology  
Neurology  
Cardiac  
Nursing  Unit  Size:  number  of  beds  
Primary  Length  of  Nursing  Shift  (shift  
and  time  of  day)  
12  hour  total  
AM/PM  
8  hour  total  
AM/PM  
Other  

  N  =  32  
  
0  
32  (100%)  
32-‐67  years  
Mean  of  53  years  
1 (3%)
31 (97%)  
25 (78%)
1 (3%)
0
1 (3%)
0
5 (16%)  
5-‐40+  years  
  
  
3  (9%)  
15  (47%)  
11  (34%)  
3  (9%)  
  
20  (63%)  
2  (6%)  
3  (9%)  
1  (3%)  
6  (19%)  
15  –  60  bed  units  
  
  
22  (69%)  
8  (82%)/4  (18%)  
9  (25%)  
9  (100%)/0    
0  
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Academy  of  Medical  Surgical  Nurses  
Member:  
Yes  
No  
Member  of  Other  Professional  
Organization:  
Yes  
No  
  
Breakdown  of  Organization  
Membership:  
  

Professionally  Certified:  
Yes  
No  
Certifications  Held:  
CMSRN/Med-‐Surg  
OCN  
AOCN  
CCRN  
CNL  
Geographic  Region:  
Pacific    
Rocky  Mountain  

  
  
31  (97%0  
1  (3%)  
  
  
18  (56%)  
14  (42%)  
  
ONS  
ANA  
Sigma  Theta  Tau  
CNA  
American  Case  Management  
CNLA  
AANP  
NYSANA  
INA  
NCNA  
ENA  
MNA  
ANCC  
ARCP  
ACCN  
NJSNA  
INS  
NYSANA  
HPNA  
  
29  (91%)  
3  (9%)  
  
24  (75%)  
1  (3%)  
1  (3%)  
2  (6%)  
1  (3%)  
  
  
6  (19%)  
2  (6%)  
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Southwest  
Northeast  
Southeast  
Midwest  
Noncontiguous  
  
Personal  Experience  with  futile  care:  
Yes  
No  

4  (13%)  
5  (16%)  
3  (9%)  
12  (36%)  
0  (0%)  
  
  
25  (78%)  
7  (22%)  
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Appendix G. Round One Data
Round One Table of Items by Category
Category
Futile Care
Treatments

Contributing
Factors

Items
Treatments and diagnostic procedures that cause discomfort
Diagnostic procedures
Blood work
Urine analysis
Surgical procedures
Dialysis
Chemotherapy
Medications (long term such as statins, PPIs, vitamins)
Antibiotics
Blood transfusions
Feeding tube
TPN
IV Fluid
IV lines/accessing (initiating)
Initiation of mechanical ventilation
Continuation of mechanical ventilation
Wound care (dressing changes)
Oxygen supplementation
Vital signs
Telemetry
Code status-full code
ACLS
ICU/CCU Admission
Hospital Admission
Family
Family lack of knowledge on end of life issues
Ineffective communication among family
Multiple disease processes
Multiple providers
Physician desire
Physician fear of failure
Physician issues
Ineffective communication between providers
Ineffective communication between care givers
Nurse lack of knowledge on end of life care
Patient decisions
Patient age
Treatment offered relief
Unspecified fear
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Care
Improvement

Futile Care
Defined

MS Nurse
Role

Suggestions
for Future

Fear of death
Patient desire to continue treatment
Inability to cope/discuss end of life
Lack of knowledge of patient wishes
Patient wanted continued treatment
Advanced directive available and not followed
Patient wishes forgotten
Denial
Palliative care
Hospice care
Family meetings
End of life care policies
Communication
Honesty about condition
Patient stay in familiar environment
Patient rest
Patient comfort
Patient advocacy
Patient decision making
Adherence to patient’s wishes
Care that prolongs life without quality of life
Care provided when there is no hope of survival (curative)
Care that causes pain and suffering
Care that does more harm than good
Care that prolongs suffering
Care provided that will not affect the outcome
Care that does not promote the lifestyle desired
Care that may not change the outcome at end-of-life
Care provided when there is no hope for return to baseline mentation
Advocate
Consultant
Educator
Patient and family supporter
Empathic care provider
Provider of patient-centered care regardless of personal and/or outside
influence
Facilitator of communication between patient and family
Facilitator of communication among health care team
Facilitator of advanced directives
Support for medical-surgical nurses
Leadership support
Education on death and dying
Education for nurses on communication at end of life
Addressing pre-existing barriers
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Palliative care policies or programs
Hospice care
Timeframe for hospice consult
Timeline for chaplain involvement
Time limiting futile care based on disease process/comorbidities
Code status clarification
Policies to address futile care treatments
Education for physicians on approaching futile care subjects
Collaboration between nurses and physicians
Family meetings
Advanced directives
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Appendix H. Round Two Consensus
Round Two Consensus Data
Category

Futile Care
Treatments

Consensus  

Items
Agree  

Disagree  

No  Opinion  

Treatments and
diagnostic procedures
that cause discomfort

13  (76%)  

3  (18%)  

0  

Diagnostic procedures
Blood work
Urine analysis
Surgical procedures
Dialysis
Chemotherapy

6  (35%)  
2  (12%)  
2  (12%)  
8  (47%)  
10  (59%)  
10  (59%)  

9  (53%)  
9  (53%)  
11(65%)  
7  (41%)  
4  (24%)  
5  (29%)  

1  (6%)  
1  (6%)  
1  (6%)  
0  
1  (6%)  
1  (6%)  

Medications (long term
such as statins, PPIs,
vitamins)

6  (35%)  

5  (29%)  

1  (6%)  

2  (12%)  
5  (29%)  
10  (59%)  
6  (35%)  
2  (12%)  

12  (71%)  
8  (47%)  
3  (18%)  
4  (24%)  
7  (41%)  

0  
0  
0  
2  (12%)  
3  (18%)  

0  

11  (65%)  

2  (12%)  

Initiation of mechanical
ventilation

9  (53%)  

2  (12%)  

2  (12%)  

Continuation of
mechanical ventilation

10  (59%)  

0  

3  (18%)  

1  (6%)  

12  (71%)  

1  (6%)  

1  (6%)  

13  (76%)  

0  

1  (6%)  
5  (29%)  
9  (53%)  
7  (41%)  

12  (71%)  
6  (35%)  
5  (29%)  
4  (24%)  

0  
1  (6%)  
0  
1  (6%)  

Antibiotics
Blood transfusions
Feeding tube
TPN
IV Fluid
IV lines/accessing
(initiating)

Wound care (dressing
changes)
Oxygen
supplementation
Vital signs
Telemetry
Code status-full code
ACLS
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Contributing
Factors

9  (53%)  
4  (24%)  

4  (24%)  
9  (53%)  

0  
0  

13  (76%)  

0  

2  (12%)  

15  (88%)  

0  

0  

13  (76%)  

2  (12%)  

0  

10  (59%)  

1  (6%)  

2  (12%)  

9  (53%)  
6  (35%)  
9  (53%)  
6  (35%)  

3  (18%)  
3  (18%)  
4  (24%)  
3  (18%)  

2  (12%)  

3  (18%)  
3  (18%)  

10  (59%)  

1  (6%)  

4  (24%)  

8  (47%)  

3  (18%)  

2  (12%)  

6  (35%)  

7  (41%)  

2  (12%)  

7  (41%)  
7  (41%)  
4  (24%)  
8  (47%)  

5  (29%)  
5  (29%)  
8  (47%)  

0  

13  (76%)  

0  

1  (6%)  
3  (18%)  
1  (6%)  

9  (53%)  

3  (18%)  

0  

Inability to cope/discuss
end of life

11(65%)  

2  (12%)  

1  (6%)  

Lack of knowledge of
patient wishes

9  (53%)  

5  (29%)  

0  

9  (53%)  

3  (18%)  

0  

11(65%)  

2  (12%)  

1  (6%)  

ICU/CCU Admission
Hospital Admission
Family
Family lack of
knowledge on end of life
issues
Ineffective
communication among
family
Multiple disease
processes
Multiple providers
Physician desire
Physician fear of failure
Physician issues
Ineffective
communication between
providers
Ineffective
communication between
care givers
Nurse lack of
knowledge on end of life
care
Patient decisions
Patient age
Treatment offered relief
Unspecified fear
Fear of death
Patient desire to
continue treatment

Patient wanted
continued treatment
Advanced directive
available and not
followed
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2  (12%)  

2  (12%)  

0  

8  (47%)  
11(65%)  

4  (24%)  

2  (12%)  

2  (12%)  

1  (6%)  

15  (88%)  
14  (82%)  

0  

1  (6%)  

0  
0  

15  (88%)  

0  

0  

10  (59%)  

3  (18%)  

2  (12%)  

15  (88%)  

0  

1  (6%)  

14  (82%)  

1  (6%)  

0  

7  (41%)  

4  (24%)  

2  (12%)  

7  (41%)  

3  (18%)  
1  (6%)  

2  (12%)  

12  (70%)    
12  (70%)    

2  (12%)  

0  

1  (6%)  

1  (6%)  

12  (70%)    

2  (12%)  

0  

Care that prolongs life
without quality of life

15  (88%)  

0  

0  

Care provided when
there is no hope of
survival (curative)

12  (70%)    

2  (12%)  

0  

Care that causes pain
and suffering

10  (59%)  

6  (35%)  

0  

Care that does more
harm than good

12  (70%)    

3  (18%)  

0  

Care that prolongs
suffering

14  (82%)  

2  (12%)  

0  

Care provided that will
not affect the outcome

7  (41%)  

6  (35%)  

0  

Care that does not
follow patient wishes

10  (59%)  

2  (12%)  

3  (18%)  

9  (53%)  

2  (12%)  

4  (24%)  

5  (29%)  

8  (47%)  

0  

Patient wishes forgotten
Denial
Palliative care
Hospice care
Family meetings
End of life care policies
Communication
Honesty about condition
Care
Patient stay in familiar
Improvement environment
Patient rest
Patient comfort
Patient advocacy
Patient decision making
Adherence to patient’s
wishes

Futile Care
Defined

14  (82%)  

Care that does not
promote the lifestyle
desired
Care that may not
change the outcome at
end-of-life
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0  

Care provided when
there is no hope for
return to baseline
mentation
Advocate
Consultant
Educator
Patient and family
supporter
Empathic care provider

MS Nurse
Role

8  (47%)  

6  (35%)  

0  

16  (94%)  

0  

5  (29%)  

9  (53%)  

15  (88%)  

0  

0  
0  
0  

15  (88%)  

0  

0  

12  (70%)    

1  (6%)  

1  (6%)  

Provider of patientcentered care regardless
of personal and/or
outside influence

13  (76%)  

0  

2  (12%)  

Facilitator of
communication between
patient and family

6  (35%)  

6  (35%)  

2  (12%)  

Facilitator of
communication among
health care team

12  (70%)    

3  (18%)  

2  (12%)  

Facilitator of advanced
directives

6  (35%)  

8  (47%)  

0  

14  (82%)  

0  

1  (6%)  

13  (76%)  

2  (12%)  

0  

15  (88%)  

0  

1  (6%)  

Education for nurses on
communication at end of
life

14  (82%)  

0  

0  

Addressing pre-existing
barriers

12  (70%)    

2  (12%)  

1  (6%)  

13  (76%)  

1  (6%)  

1  (6%)  

13  (76%)  

2  (12%)  

1  (6%)  

9  (53%)  

4  (24%)  

1  (6%)  

Support for medicalsurgical nurses
Leadership support
Education on death and
dying

Suggestions
for Future

Palliative care policies
or programs
Hospice care
Timeframe for hospice
consult
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Timeline for chaplain
involvement

7  (41%)  

7  (41%)  

0  

Time limiting futile care
based on disease
process/comorbidities

8  (47%)  

5  (29%)  

1  (6%)  

13  (76%)  

1  (6%)  

0  

12  (70%)    

1  (6%)  

2  (12%)  

12  (70%)    

2  (12%)  

1  (6%)  

14  (82%)  

1  (6%)  

0  

14  (82%)  

1  (6%)  
1  (6%)  

0  

Code status clarification
Policies to address futile
care treatments
Education for physicians
on approaching futile
care subjects
Collaboration between
nurses and physicians
Family meetings
Advanced directives

11(65%)  
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2  (12%)  

Appendix I. Round Three Consensus
Round Three Consensus Data

Category

Futile Care
Treatments

Contributing
Factors

Consensus  

Items
Agree  

Disagree  

No  Opinion  

Diagnostic procedures
Blood work
Surgical procedures

3  (27%)  
2  (18%)  
4  (36%)  

7  (64%)  
8  (73%)  
5  (45%)  

1  (1%)  
1  (1%)  
2  (18%)  

Medications (long term
such as statins, PPIs,
vitamins)

5  (45%)  

2  (18%)  

4  (36%)  

6  (55%)  
5  (45%)  
1  (1%)  

5  (45%)  
4  (36%)  
8  (73%)  

2  (18%)  
2  (18%)  

5  (45%)  

4  (36%)  

2  (18%)  

1  (1%)  
4  (36%)  
5  (45%)  
4  (36%)  
0  
7  (64%)  
5  (45%)  
7  (64%)  
6  (55%)  

4  (36%)  
3  (27%)  
4  (36%)  
5  (45%)  
8  (73%)  
1  (1%)  
3  (27%)  
2  (18%)  
3  (27%)  

6  (55%)  
4  (36%)  
2  (18%)  
2  (18%)  
3  (27%)  
2  (18%)  
2  (18%)  
1  (1%)  
1  (1%)  

9  (82%)    

1  (1%)  

0  

5  (45%)  

5  (45%)  

0  

8  (73%)  
4  (36%)  
2  (18%)  
8  (73%)  

2  (18%)  
3  (27%)  
8  (73%)  
1  (1%)  

0  

Blood transfusions
TPN
IV Fluid
Initiation of mechanical
ventilation
Telemetry
Code status-full code
ACLS
ICU/CCU Admission
Hospital Admission
Multiple providers
Physician desire
Physician fear of failure
Physician issues
Ineffective
communication between
care givers
Nurse lack of
knowledge on end of life
care
Patient decisions
Patient age
Treatment offered relief
Unspecified fear
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0  

3  (27%)  
0  

1  (1%)  

Patient desire to
continue treatment

7  (64%)  

3  (27%)  

0  

Lack of knowledge of
patient wishes

8  (73%)  

1  (1%)  

1  (1%)  

7  (64%)  

3  (27%)  

0  

8  (73%)  

2  (18%)  

0  

9  (82%)    

0  

0  

6  (55%)  

0  

3  (27%)  

2  (18%)  

6  (55%)  

1  (1%)  

4  (36%)  

5  (45%)  

0  

3  (27%)  

5  (45%)  

1  (1%)  

5  (45%)  

3  (27%)  

1  (1%)  

6  (55%)  

3  (27%)  

0  

Facilitator of
communication between
patient and family

9  (82%)    

0  

0  

Facilitator of advanced
directives

5  (45%)  

2  (18%)  

2  (18%)  

Timeframe for hospice
consult

9  (82%)    

0  

0  

Timeline for chaplain
involvement

4  (36%)  

2  (18%)  

3  (27%)  

Time limiting futile care
based on disease
process/comorbidities

8  (73%)  

1  (1%)  

0  

Advanced directives

7  (64%)  

1  (1%)  

1  (1%)  

Patient wanted
continued treatment
Patient wishes forgotten
Patient stay in familiar
Care
environment
Improvement
Patient rest
Care provided that will
not affect the outcome

Futile Care
Defined

MS Nurse
Role

Suggestions
for Future

Care that does not
promote the lifestyle
desired
Care that may not
change the outcome at
end-of-life
Care provided when
there is no hope for
return to baseline
mentation
Consultant
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